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ABSTRACT 
This study explores the responsibilities and concerns of 
six young adults in relation to their sibling with vision and 
hearing disabilities.  
   A predominantly qualitative methodology was adopted, 
although a minor segment of the study was quantitative.  The 
qualitative component consisted of a one to two-hour 
semistructured individualised interview with each of the six 
participants.  The quantitative segment comprised one 
questionnaire, an adaptation of the Sibling Inventory of 
Behaviour (Schaefer & Edgerton, 1979-1981). Interview 
transcripts were analysed qualitatively by looking for 
recurring patterns. Responses to the Sibling Inventory of 
Behaviour were quantified in accordance with standardised 
scoring criteria, the results of which were then interpreted 
qualitatively.   
It was found that, although mothers were typically the 
primary carers, the participants currently played an important 
but secondary role in supporting their sibling with vision and 
hearing disabilities. The participants assumed varied levels 
and types of responsibilities which were directed towards 
meeting disability-specific support needs and those typically 
experienced by adult siblings without a disability. The 
participants were concerned about numerous factors which 
prevented them from taking a more active role in supporting 
their sibling with sensory disabilities.  Another major 
concern was related to participants' awareness of future 
demands to increase their support roles when their parents 
could no longer provide primary home-based care for their 
sibling with disabilities. The participants' believed they 
were ill-prepared to assume such responsibility. Although they 
planned to undertake increased responsibility for their 
sibling in the future, the participants expected that this 
support would differ in level and type from that of their 
parents. Further, they were conscious of numerous potential 
difficulties relating both to their own difficulties in 
meeting these role demands and to the problem of how to ensure 
that their sibling has a good quality life.  
Finally, the study highlighted areas in need of further 
examination and raised important policy considerations. 
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Penny Harland 
 
 CHAPTER 1 
 
 INTRODUCTION 
 
 The sibling relationship is a vital family subsystem 
which can provide a long-lasting context for social learning 
and support. When one sibling has a disability, the 
relationship is no less important for overall development of 
both members of the dyad. However, research on families of 
people with disabilities has focused primarily upon 
mother-child relationships, often overlooking relationships 
between siblings. Little is known about sibling relationships 
between adults when one person has dual sensory disabilities. 
Thus, this study investigated the responsibilities and 
concerns experienced by six young adults in relation to their 
brother/sister who has vision and hearing disabilities.  
 Most literature dealing with people who have a brother or 
sister with a disability or chronic illness has focused on 
children rather than adults. Also, sibling research has been 
predominantly concerned with the impact a sibling with a 
disability may have upon the psychological adjustment and 
social lives of people without a disability: see, for example, 
Cuskelly and Gunn (1993). However, a reading of personal 
accounts written by people with a sibling who has a disability 
has revealed further significant issues. For example, in "My 
Special Brother", Dubinsky (Klein & Schleifer, Eds., 1993) 
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demonstrated that key issues revolved around topics of 
responsibilities and concerns in relation to the sibling with 
disabilities.   
      By creating awareness of unmet needs and increasing 
understanding of the sibling experience during adulthood when 
one person has dual sensory disabilities, this study may lead 
to the development and/or improvement of policy and/or support 
services for adults without disabilities and their siblings 
with vision and hearing disabilities. Further, the study 
illuminates a number of key areas in need of research on a 
larger scale.  
 
Age Groups Studied 
 
 Sibling research has focused almost exclusively upon 
children under 21 years and some studies have focused upon 
children within a particular age range. Most research, 
however, has either failed to specify the age group or used a 
wide age range. Many reviews have referred to children in 
general without specifying an age group: see, for example, 
Atkins (1987), Carter and McGoldrick (1989), Hayes (1994), 
Lobato (1990), Meyer (1993), Midlarsky and Hannah (1989), 
Rodger (1985), Seligman (1983), Sharkey (1987), Simeonsson and 
Bailey (1986), Tingey (1988) and Trevino (1979). Most research 
on children with a sibling who has a disability has centred on 
school aged youngsters but the age covered is still very broad 
- from 6 through to 17: see Breslau (1982), Cadman et al. 
(1988), Dyson and Edgar (1986), Dyson and Fewell (1989), 
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Ferrari (1984), Gallagher and Powell (1989), Gamble and McHale 
(1989), Gath (1974), McHale and Gamble (1989), McHale, Gamble 
and Pawletko (1989), McHale and Pawletko (1992), Schwirian 
(1976) and Wilson, Blacher, and Baker (1989). Some research 
has included adolescents and young adults within the same 
group: for example, see Begun (1989), Burton and Parks (1994), 
Grossman (1972), Kirkman (1984a), Kirkman (1984b), Kirkman 
(1986). Both age groupings may be problematic because they 
cover significantly different life experiences from the 
dependency of young children through semi-independence of 
adolescents to the independence of young adults. Only a few 
studies have limited the age of participants/subjects to a 
relatively small range. For example, Ascione, Summers and 
Summers (1988), Cadman, Boyle and Offord (1988) and Gallagher 
and Powell (1989) studied preschool aged siblings of children 
with disabilities. Cicirelli (1980) studied a group of 
adolescents in their late teen years, while Graliker, Fishler, 
and Koch (1962) focused upon adolescents between 13 and 18 
years. 
 Apart from research dealing with children whose 
brother/sister has a disability/illness, a few reviews and 
studies have focused upon adults whose sibling has a 
disability/illness. As in the literature on children, the 
adult literature has often failed to specify a particular age 
range: for example, see Blacher (1993), Goodman (1988), Hand, 
Trewby and Reid (1994), Powell and Gallagher (1993), Seltzer, 
Begun, Seltzer, and Krauss (1991), Seltzer and Krauss (1993), 
Tingey (1988), and Zetlin (1986). Some studies have targeted 
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attention to a specific period of adulthood but this was 
typically very wide. For example, a few studies have been 
concerned primarily with young adults (Burton & Parks, 1994; 
Fisher, Nadler, Hart, & Whitcher, 1981; Grossman, 1972) while 
other studies have concentrated upon older adults (Cleveland & 
Miller, 1977). Nevertheless, the amount of research on adults 
with a brother/sister who has a disability/illness has been 
quite limited.   
    More research is needed to investigate the sibling 
experience of adults. Additionally, researchers need to 
consider narrowing the age range of those studied. This would 
help to yield indepth information about a particular age 
group.  
 In comparing research on children with a sibling who has 
a disability and that on adults who have a brother/sister with 
a disability, similar patterns of focus may be identified. 
Each field has concentrated upon the psychological and social 
effects which a sibling who has a disability may have upon 
individuals without a disability. Also, both areas of study 
have sought mediating variables to explain variation. 
Unfortunately, these attempts have generally resulted in 
contradictory findings.   
 
Psychological and Social Adjustment of Children 
 
 An examination of the literature dealing with children 
who have a brother or sister with a disability or chronic 
illness revealed that the terms "psychological adjustment" and 
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"social adjustment" tended to be used interchangeably by some 
researchers and to be interpreted as referring to different 
aspects by others. This review will use the terms as distinct. 
"Psychological adjustment" will be employed in relation to 
psychological outcomes, behavioural or emotional disturbances, 
coping strategies, self-concept, self-esteem and self-
identity, whereas "social adjustment" will be used in 
reference to social competence and social relationships and/or 
interactions. However, the interconnectedness of the two 
domains is recognised. 
 Much research on children with brothers/sisters who have 
a disability and/or chronic illness has focused on 
psychological health (Carter & McGoldrick, 1989; Doust, 1984; 
Hayes, 1994; Lobato, 1990; Rodger, 1985; Seligman, 1983; 
Sharkey, 1987). Three key themes can be discerned within this 
broad psychological perspective. Firstly, the mental 
health/behavioural status of children with brothers/sisters 
who have a disability has received much attention in reviews 
and research (Barsch, 1968; Breslau, 1982; Cadman et al., 
1988; Cuskelly & Gunn, 1993; Ferrari, 1984; Gath, 1974; McHale 
& Gamble, 1989; McHale et al., 1989; McHale & Pawletko, 1992). 
Secondly, research has examined the coping strategies used by 
children with brothers/sisters who have a disability and how 
these strategies relate to children's psychological  
well-being. This aspect has received less attention in reviews 
and studies than has the issue of psychological adjustment 
(Gamble & McHale, 1989; Midlarsky & Hannah, 1989). A third key 
theme has assessed the self-concepts of children with 
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brothers/sisters who have a disability (Dyson & Edgar, 1986; 
Dyson & Fewell, 1989; Kirkman, 1984a).  
  As well, reviews and research have noted or examined the 
impact a child with a disability or chronic illness may have 
on the social adjustment of brothers and/or sisters. Studies 
have concentrated upon children's social competencies and peer 
interactions (Cadman et al., 1988; Doust, 1984; Ferrari, 1984; 
Kirkman, 1984a; Kirkman, 1984b; Kirkman, 1986; Lobato, 1990; 
Meyer, 1993; Schwirian, 1976). Another area of interest has 
been the nature of sibling relationships and interactions when 
one member of the dyad has a disability (Ascione et al., 1988; 
Carter & McGoldrick, 1989; Gallagher & Powell, 1989; Hayes, 
1994; Lamb, 1982; Lobato, 1990; McHale & Gamble, 1989; McHale 
et al., 1989; McHale & Pawletko, 1992; Simeonsson & Bailey, 
1986; Stoneman & Brody, 1993; Wilson et al., 1989). Despite 
the lack of empirical research, a key topic in discussions of 
sibling response has been the nature of children's concerns in 
relation to their brother/sister with a disability (Atkins, 
1987; Carter & McGoldrick, 1989; Hayes, 1994; Lobato, 1990; 
Meyer, 1993; Seligman, 1983).  
  Furthermore, psychological and social adjustment have 
been explored in terms of positive or negative effects. Early 
research into sibling response to growing up with a brother or 
sister who has a disability or chronic illness emphasised 
negative effects rather than positive influences upon children 
without a disability. For example, research was typically 
based on the assumption that growing up with a brother or 
sister who has a disability or chronic illness would adversely 
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affect the psychosocial functioning of children without a 
disability or illness (Crnic & Lyons, 1993; Gath, 1974; 
Lobato, 1990; Meyer, 1993; Rodger, 1985; Seligman, 1983; 
Sharkey, 1987; Trevino, 1979). Also, some studies with 
controls found that older sisters, younger brothers in close  
age-spacing to the child with a disability, same-sexed dyads 
and children who used other-directed coping strategies scored 
lower than controls on psychosocial adjustment measures: see 
Breslau, 1982; Cuskelly and Gunn, 1993; Gath, 1974; McHale and 
Gamble, 1989; McHale et al., 1989. For example, Gath (1974) 
found that the adverse effects on children's psychosocial 
adjustment when growing up with a sibling who has Down 
syndrome were sex-linked. Sisters three years older than the 
child with Down syndrome and middle sisters from large 
families were found to be most at risk for psychosocial 
maladjustment. Other studies, however, demonstrated that 
children with a brother/sister who has a disability are at 
little increased risk for developing serious psychosocial 
problems over children whose brothers/sisters have no 
disability or chronic illness. For example, Barsch (1968), 
Cadman et al. (1988), and Dyson and Fewell (1989) found that 
only a small percentage of children with a brother/sister who 
has a disability experience significant psychosocial 
adjustment problems.  
 Some children may experience negative influences, but 
recent research has revealed that there may also be positive 
effects. According to research, most children with a 
brother/sister who has a disability are unharmed by and may 
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actually benefit from the experience. Growing up with a 
brother/sister who has a disability may have a positive impact 
upon children's psychosocial development. For example, studies 
found that children with a brother/sister who has a disability 
had more positive sibling relationship evaluations than 
controls (Cuskelly, 1992; Gamble & McHale, 1989). Further, the 
positive impact upon children's psychosocial adjustment and/or 
sibling relationships has been noted in reviews and studies 
without a control group. For example, Graliker et al. (1962) 
investigated the effects on 21 teenagers of residing with a 
younger sibling who has an intellectual disability, in terms 
of their school and social and family life. All families were 
receiving on-going support and guidance from a 
multidisciplinary team. It was found that these teenagers 
demonstrated positive psychosocial adjustment in terms of 
their personal life, parent-child relationships and attitudes 
towards their younger sibling with an intellectual disability. 
Wilson et al. (1989) explored the nature and extent of 
interactions between children and their sibling with a 
disability and children's perceptions of family life. Children 
revealed a consistently high level of involvement, strong 
feelings of responsibility and an emphasis upon the positive 
aspects of family life.   
 Research has shown "marked diversity" in relation to the 
effects which growing up with a brother/sister who has a 
disability may have on children's psychosocial adjustment 
(Furman, Jones, Buhrmester, & Adler, 1989, p. 165). This can 
range from negative through positive to no effects. The 
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effects upon any individual may be both positive and negative, 
may change over time or in response to changing circumstances. 
    
Mediators for Children's Psychosocial Adjustment 
 
 Given the diversity of response to the experience of 
growing up with a brother/sister who has a disability, 
researchers have examined possible mediating factors for 
positive versus negative psychosocial outcomes for a child 
with a brother/sister who has a disability. Five main factors 
have received consideration. 
 Firstly, investigators have explored the role played by 
family constellation variables on children's psychosocial 
adjustment: see for example, Ascione et al., 1988; Atkins, 
1987; Breslau, 1982; Carter and McGoldrick, 1989; Dyson and 
Edgar, 1986; Dyson and Fewell, 1989; Gallagher and Powell, 
1989; McHale et al., 1989. Breslau (1982) compared children 
with a sibling who has a disability with a comparison group 
from a random sample, to determine if the early family 
environment as indexed by relative birth order and age-spacing 
has a unique influence beyond the influence they generally 
have on children whose sibling has no disability. It was found 
that relative birth order had opposite effects on male and 
female children with a sibling who has a disability. Boys 
younger than their sibling with a disability exhibited greater 
psychological impairment than those who were older, while 
girls who were younger than their sibling with a disability 
were better adjusted than those who were older. By contrast, 
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in the control group, relative birth order had neither a main 
effect nor an interaction effect with sex on psychological 
functioning. Also, Breslau (1982) found that boys younger than 
and in close-age spacing to their sibling with a disability 
demonstrated high levels of psychological impairment and 
aggression compared to younger males in wide age-spacing. 
Further, younger females in close age-spacing to their sibling 
with a disability may experience more depression than younger 
females in wide-age spacing. However, age-spacing had no 
effect on the psychological adjustment of older children with 
a sibling who has a disability or on children in the control 
group.    
 Secondly, the possible influence of socioeconomic status 
and parents' religious affiliations upon children's adjustment 
have been examined (Ascione et al., 1988; Carter & McGoldrick, 
1989; Dyson & Fewell, 1989; Gath, 1974; Rodger, 1985). Rodger 
(1985) assumed that socio-economic status was a factor 
influencing deviance in children with a sibling who has a 
disability. However, research in this area has been divided in 
its assessment of the effects of socio-economic status. Gath 
(1974) indicated that social advantage may lower risk of 
psychosocial disturbance in girls with a sibling who has a 
disability. By contrast, Dyson and Fewell (1989) found that 
socioeconomic status had no significant effects upon the self-
concepts of either children whose sibling has a disability or 
comparison subjects. 
 Thirdly, the literature has questioned the potential 
impact which parents' characteristics, including their own 
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adjustment and attitudes toward the child with a disability 
and their marital satisfaction, may have upon the adjustment 
of their children without a disability (Ascione et al., 1988; 
Atkins, 1987; Carter & McGoldrick, 1989; Cuskelly & Dadds, 
1992; Dyson & Edgar, 1986; Ferrari, 1984). Ascione et al. 
(1988) found that family stress affected the behaviour of the 
child with a disability more than the behaviour of 
brothers/sisters without a disability. Cuskelly and Dadds 
(1992) found that parental depression was correlated with 
reports of behaviour problems in children with a sibling who 
has Down syndrome. They also found that marital satisfaction 
was correlated with reports of problem behaviour in the child 
with Down syndrome. Also, reviews have referred to the effects 
which parental pressure to compensate for the incapacities of 
the sibling with a disability may have on the adjustment of 
children without a disability, suggesting that this may be an 
important mediator for children's psychosocial well-being 
(Carter & McGoldrick, 1989; Doust, 1984; Hayes, 1994; Meyer, 
1993; Seligman, 1983; Skrtic, Summers, Brotherson, & Turnbull, 
1984).  
 Fourthly, researchers have asked if characteristics of 
the sibling with a disability, including type and/or level of 
severity of handicap, may affect children's adjustment 
(Ascione et al., 1988; Atkins, 1987; Carter & McGoldrick, 
1989; Dyson & Fewell, 1989; Ferrari, 1984; Lobato, 1990; 
Rodger, 1985; Simeonsson & Bailey, 1986). Ferrari (1984) 
explored whether degree of visibility in relation to their 
sibling's disability has a differential impact upon children's 
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adjustment. The hypothesis that children whose sibling has 
pervasive developmental disabilities would have the highest 
levels of behaviour problems because of the degree of 
visibility of this disability was unsupported. It was found 
that earlier diagnosis and length of time post-diagnosis were 
associated with lower levels of behaviour problems and higher 
self-esteem ratings for children whose sibling was chronically 
ill. Dyson and Fewell (1989) found no evidence to support the 
notion that type of handicap experienced by a sibling affects 
the self-concepts of children without a disability. The self-
concept of children whose sibling represented one of a range 
of disabling conditions was compared with that of children 
whose sibling had no disability. Results on a standardised 
children's self-concept scale demonstrated that children whose 
sibling had a disability did not differ from comparison 
children in self-concept. Ascione et al. (1988) claimed that 
type of handicap has differential effects on sibling 
relationships. It was found that children whose sibling has 
Down syndrome demonstrated higher levels of dominance than 
children of siblings with other handicapping conditions.  
These apparently contradictory findings may reflect slight 
differences in the research questions asked. 
 Lastly, the topic of children's responsibilities as a 
possible mediator for their psychosocial adjustment has been 
an important concern in the literature. For example, numerous 
reviews have highlighted the significance of children's  
child-care and household duties in relation to their 
adjustment and/or sibling relationship satisfaction (Carter & 
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McGoldrick, 1989; Hayes, 1994; Meyer, 1993; Midlarsky & 
Hannah, 1989; Rodger, 1985; Seligman, 1983; Sharkey, 1987; 
Skrtic et al., 1984; Weisner, 1993). Also, reviews by Hayes 
(1994), Skrtic et al. (1984) and Simeonsson and Bailey (1986) 
have suggested that children's roles as teachers/trainers of 
their brother/sister with a disability may have implications 
for children's psychosocial adjustment. However, very few 
studies have explored children's responsibilities as a 
mediator for their psychosocial adjustment. 
 Although Gath (1974) assumed that psychological 
disturbance in girls with a sibling who has Down syndrome may 
be partially related to excessive family responsibilities, the 
relationship was not examined empirically. Farber (1960) 
examined interaction patterns between children without a 
disability and their sibling with a severe intellectual 
disability. It was found that older children, especially older 
sisters, tended to assume a superordinate position in the 
relationship. Also, sisters who interacted frequently with 
their sibling who had an intellectual disability tended to 
have more strained relations with their mother than did 
sisters who engaged in little or no interaction with their 
sibling who had an intellectual disability. Further, in Wilson 
et al.'s (1989) research, children's feelings of 
responsibility and the extent to which they cared for their 
sibling with a severe disability was an important but minor 
segment of a study on children's interactions with a sibling 
who has severe disabilities and their perceptions of family 
life. No attempt was made to relate this to children's 
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psychological well-being. Schwirian (1976) examined the extent 
of older children's child-care and household duties in 
families with a preschool aged child who has a hearing 
disability. Results indicated that older children had higher 
child-care responsibilities and lower levels of social 
activity than their counterparts with a younger sibling who 
could hear. Additionally, other studies have explored 
children's responsibilities as a potential mediator for their 
psychological and/or social adjustment. For example, Cuskelly 
and Gunn (1993) investigated the mediating effects of  
self-care and household responsibilities for conduct disorder 
in children with a sibling who has Down syndrome. It was found 
that mothers of girls who had a sibling with Down syndrome 
reported significantly more conduct problems than did either 
mothers of children without Down syndrome or mothers of boys 
with a sibling who had Down syndrome. Although girls did not 
differ with regard to the number of household duties, reports 
of conduct problems in the girls with a sibling who had Down 
syndrome were inversely related to the number of duties 
performed. In a second study, Cuskelly (1992) broadened the 
range of adjustment difficulties and explored child-care and 
household responsibilities as possible mediators for 
children's adjustment. Results indicated that children with a 
younger sibling who had Down syndrome were not adversely 
affected by that experience. Children reported more positive 
interactions with their younger sibling who had Down syndrome 
than comparison children and mothers also reported more 
positive interactions. However, some children, particularly 
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girls, may experience adjustment problems and children's 
duties at home was seen as an important contributor to the 
perception of, or development of, behaviour difficulties in 
children. Similarly, research by McHale et al. (1989), McHale 
and Gamble (1989), and McHale and Pawletko (1992) have 
examined the amount of child-care and household duties 
performed by children with a sibling who has an intellectual 
disability, and attempted to identify correlations between 
children's chores and their psychological well-being and 
sibling relationship satisfaction. Children, especially girls, 
with a sibling who had an intellectual disability reported 
they performed more care-giving responsibilities and household 
duties and had more negative interactions with their mother 
than comparison children. While girls with a sibling who had 
an intellectual disability scored lower than boys on measures 
of adjustment, children with a sibling who had a disability 
rated their sibling relationship satisfaction somewhat more 
positively than the control subjects.   
 The research on children with a sibling who has a 
disability has been conducted primarily within a pathological 
model. However, it has yielded "inconclusive results" (Dyson & 
Edgar, 1986, p. 3). Numerous studies have found significant 
variation among children. Some may experience substantial 
increases in adjustment problems, or experience no effects or 
even undergo important positive influences upon their 
psychosocial outcomes (Cadman et al., 1988; Carter & 
McGoldrick, 1989; Condry, 1989; Cuskelly & Gunn, 1993; Dyson & 
Edgar, 1986; Furman et al., 1989; Hayes, 1994; Lobato, 1990; 
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Simeonsson & Bailey, 1986; Trevino, 1979). Nor has research 
found consistent patterns in sibling relationships involving a 
child with a disability (Condry, 1989; Furman et al., 1989; 
Simeonsson & Bailey, 1986). Moreover, researchers have failed 
to identify factors which have consistently contributed to a 
particular psychosocial outcome or situation (Carter & 
McGoldrick, 1989; Seligman, 1983). Early studies have noted 
tentative consistencies in that age and sex interaction 
effects may influence psychosocial adjustment of children with 
a brother/sister who has a disability (Cuskelly & Gunn, 1993; 
Simeonsson & Bailey, 1986). However, recent studies have 
produced contradictory results. For example, Cuskelly and Gunn 
(1993) found that mothers reported more conduct problems in 
girls with a sibling who has Down syndrome. However, girls who 
assumed more responsibility at home were perceived by their 
mothers as having fewer conduct disorders. Lobato (1990) 
claimed that gender had no effect on psychosocial adjustment 
of children with a sibling who has a disability and that age 
had only a minor influence. Researchers have suggested that 
these contradictory findings may be due to methodological 
weaknesses, the complexity of the topic or inappropriate 
research questions (Cadman et al., 1988; Carter & McGoldrick, 
1989; Condry, 1989; Cuskelly & Gunn, 1993; Plomin, Chipuer, & 
Neiderhiser, 1994; Seligman, 1983; Simeonsson & Bailey, 1986). 
Whatever the reason for the inconclusiveness, researchers have 
failed to explain differences in children's psychological 
outcomes.   
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 Such inconclusive results suggest that the search for 
psychosocial effects and mediating factors for children's 
psychosocial adjustment may be unproductive and that an 
alternative approach may be required for studying the sibling 
experience when a child has a disability or chronic illness. A 
number of methodological weaknesses may have contributed to 
the inconsistent findings. These limitations include a focus 
upon a broad age range, group heterogeneity and comparison of 
groups of different disabilities. It indicates that future 
researchers need to concentrate upon a narrow age range and 
more homogeneous disability groups.  
 In comparison to research on children with a sibling who 
has a disability or chronic illness, the literature on adults 
with a brother/sister who has a disability has been sparse. 
However, extant adult literature has reflected similar 
patterns to the children's literature, in that both have 
concentrated upon psychological and social effects. Further, 
literature on adults has given some attention to the topics of 
responsibilities and concerns in relation to their sibling 
with a disability. 
 
Psychological Adjustment of Adults 
 
 Little research has examined the psychological adjustment 
of adults with a brother/sister who has a disability or 
chronic illness. However, a few studies which used a 
comparison group of adults whose sibling has no disability 
have investigated the psychological functioning of young 
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adults who grew up with a brother/sister who has a disability. 
For example, while Burton and Parks (1994) focused on self-
esteem and locus of control in college students with a sibling 
who has Down syndrome, Grossman (1972) researched the 
psychological outcomes of young adults with a brother/sister 
who has an intellectual disability. Burton and Parks (1994) 
found that, although college students whose sibling has Down 
syndrome and comparison subjects reported similar levels of 
self-esteem, the former group demonstrated significantly 
higher levels of internal locus of control. Grossman (1972) 
found that more than half her subjects had benefited 
psychologically and socially from the experience of growing up 
with a sibling who has an intellectual disability, while the 
remaining subjects suffered adverse effects on their 
psychosocial adjustment. 
 Apart from research on the psychological adjustment of 
adults with a brother/sister who has a disability, some 
attention has centred upon ways in which having a 
brother/sister who has a disability may influence the social 
lives of adults without a disability/illness. Four major 
topics have received consideration. One theme has been the 
nature of the sibling relationship between adult dyads when 
one person has a disability (Begun, 1989; Blacher, 1993; 
Cleveland & Miller, 1977; Goodman, 1988; Seligman, 1983; 
Seltzer et al., 1991; Zetlin, 1986). 
 A further theme deals with ways in which the sibling 
relationship involving a person with a disability may 
influence the life commitments of adults without a disability. 
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For example, reviews have mentioned the possible impact on 
marriage, family and/or career aspirations of adults without a 
disability (Carter & McGoldrick, 1989; Hayes, 1994; Powell & 
Gallagher, 1993; Seligman, 1983; Seltzer & Krauss, 1993; 
Tingey, 1988). While little empirical research has focused on 
adults, some studies have examined the ways in which having a 
sibling with a disability may influence the life commitments 
of adults without a disability. Although Grossman (1972) noted 
that some adults with a sibling who has an intellectual 
disability exhibited a sense of vocational purpose and 
direction, the impact upon adults' career objectives was left 
unexplored. Some studies have investigated the values and/or 
career choices of adults with a sibling who has a disability 
(Burton & Parks, 1994; Cleveland & Miller, 1977). 
Additionally, Cleveland and Miller (1977) broadened the range 
of life commitments examined to include the impact upon 
marriage and family considerations.   
 Another important interest has concerned adults' 
responsibilities toward their sibling with a disability. Some 
reviews, including Tingey (1988), have referred generally to 
the topic, while others have noted specific responsibilities 
adults may assume in relation to their sibling with a 
disability (Carter & McGoldrick, 1989; Powell & Gallagher, 
1993; Seltzer & Krauss, 1993; Skrtic et al., 1984). For 
example, most reviews mentioned adults' potential 
responsibility for the long-term care of their sibling with a 
disability after their parents were no longer able to 
undertake care-giving duties (Carter & McGoldrick, 1989; 
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Powell & Gallagher, 1993; Seltzer & Krauss, 1993; Skrtic et 
al., 1984). Further, Skrtic et al. (1984) and Powell and 
Gallagher (1993) have mentioned adults' responsibilities for 
providing financial guidance/assistance, while Seltzer & 
Krauss (1993) acknowledged adults' roles in offering emotional 
support. Additionally, Powell and Gallagher (1993) recognised 
adults' potential advocacy activities on behalf of their 
sibling with a disability.  
 Adults' potential responsibilities towards their sibling 
with a disability in the areas of care-giving, advocacy, 
financial management/assistance and emotional support have 
been largely unresearched, however: only three empirical 
studies on adults with a sibling who has a disability have 
given attention to responsibilities but, in two of these 
studies, the topic failed to be a major research concern. 
Cleveland and Miller (1977) examined adults' childhood 
responsibilities, while Zetlin (1986) concentrated on adults' 
responsibilities in the context of sibling relationships with 
a person who has no disability. The remaining study examined 
current patterns of involvement and support provided by two 
groups of adults without disabilities for their sibling with 
an intellectual disability and attempted to identify those 
patterns which were related to the adults' future role 
expectations (Krauss, Seltzer, Gordon & Friedman, 1996). 
Further, this longitudinal study aimed to develop a 
multivariate model predicting the adults' future role 
expectations as either intending to co-reside with their 
sibling or live apart. However, the study was marred by 
 
 
 21 
confusion in the interpretation of data. On page 87, it stated 
that no differences were found between the two groups with 
respect to their sibling's level of intellectual impairment 
but this is contradicted by Table 2 on page 88 and by the text 
on page 83. Nevertheless, this is one study that has attempted 
to investigate the topic of adults' responsibilities in 
relation to their brother/sister with a disability. 
 Finally, another key theme has focused upon adults' 
concerns in relation to their sibling with a disability. 
However, once again, the topic's significance has been 
acknowledged predominantly in reviews and received no 
empirical attention. For example, the literature has 
highlighted the potential anxiety adults may experience in 
relation to their present and/or future responsibilities for 
their sibling with a disability and/or how these 
responsibilities may affect their own lives (Carter & 
McGoldrick, 1989; Meyer, 1993; Powell & Gallagher, 1993; 
Seligman, 1983; Seltzer & Krauss, 1993). Also, reviews have 
mentioned adults' potential fears if they, themselves, should 
produce a child with a disability (Carter & McGoldrick, 1989; 
Powell & Gallagher, 1993; Tingey, 1988). Although no studies 
have focused upon adults' concerns in relation to their 
sibling with a disability, Cleveland and Miller (1977) noted 
that males more than females expressed anxiety in case they, 
too, might produce a child with a disability. 
 Thus, although the impact of having a sibling with a 
disability on the social lives of adults has been an 
important topic in reviews, it has remained relatively  
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unresearched. Furthermore, topics of adults' responsibilities 
and concerns in relation to their sibling with a disability 
have been particularly underexplored. 
 Research on the psychological and social outcomes of 
adults with a brother/sister who has a disability has revealed 
inconsistent results. Little research has emphasised negative 
effects of growing up with a sibling who has a disability on 
adults' psychological and/or social outcomes. However, 
Grossman (1972) found that 45% of participants in her study 
were harmed psychologically by the experience. Also, Cleveland 
and Miller (1977) found that males tended to lack adequate 
information about their sibling's condition/disability which 
may have aggravated their anxiety about having a child with a 
disability themselves. 
 Apart from adverse effects, a few studies have focused on 
positive influences upon the psychological and/or social lives 
of adults with a sibling who has a disability. For example, 
Burton and Parks (1994) found that adults with a sibling who 
has a disability demonstrated significantly higher scores on 
internal locus of control than comparison subjects. Further, 
Grossman (1972) reported that over half her participants had 
benefited psychologically and socially from the experience of 
having a sibling with an intellectual disability. 
Additionally, Grossman (1972) noted the positive influence 
upon vocational purpose and career aspirations. A few reviews 
served to perpetuate this belief in the absence of empirical 
evidence (Carter & McGoldrick, 1989; Hayes, 1994; Seligman, 
1983). Other studies found that adults had positive 
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adaptations to their sibling with a disability (Begun, 1989; 
Cleveland & Miller, 1977). For example, Begun (1989) found 
that, although relationships between sisters and their sibling 
with developmental disabilities differed along important 
dimensions to those of comparison subjects, they were 
typically positive. Likewise, Cleveland and Miller (1972) 
found that a majority of their participants reported positive 
adjustments towards their sibling with an intellectual 
disability. Furthermore, some research has indicated that the 
psychological and/or social outcomes of adults may be 
unaffected in some aspects of their functioning by their 
unique sibling experiences. For example, although college 
students with a sibling who had a disability scored 
significantly higher than comparison subjects on measures of 
locus of control, they reported similar levels of self-esteem 
to students whose sibling had no disability (Burton & Parks, 
1994). Additionally, a majority of participants in Cleveland 
and Miller's (1977) study reported their life commitments were 
unaffected by the experience of living with a brother/sister 
who has a disability. Likewise, studies with controls have 
found no significant differences in career choices between the 
two groups, those with a sibling who has a disability and 
those whose sibling has no disability. For example, Burton and 
Parks (1994) found no differences between adults whose sibling 
had Down syndrome and comparison subjects in terms of their 
career aspirations. Similarly, Konstam, Drainoni, Mitchell, 
Houser, Reddington and Eaton (1993) reported no significant 
differences in career choices or value orientations between 
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adults whose sibling had developmental disabilities and 
comparison subjects whose sibling had no disabilities.  
 
Mediating Variables for Adults' Psychological and/or Social 
Outcomes 
 
 In contrast to research on children, few studies have 
investigated mediating factors for the psychological and/or 
social outcomes of adults with a sibling who has a disability. 
However, research has indicated that family demographic and 
constellation variables, parental attitudes, adults' 
responsibilities, characteristics of the sibling with a 
disability and situational factors may influence the 
psychological and/or social outcomes of adults without a 
disability (Begun, 1989; Burton & Parks, 1994; Cleveland & 
Miller, 1977; Grossman, 1972). Thus, a range of factors may 
mediate the psychological and/or social adjustment of adults 
with a sibling who has a disability. However, as yet, little 
data is available in this area. 
 
Conclusion 
 
 Research on the psychological and social outcomes of 
adults with a brother/sister who has a disability has led, as 
in literature on children, to "contradictory findings" 
(Condry, 1989, p 39). This indicates that a shift of emphasis 
in the research question may reveal more insightful 
information.    
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 The foregoing review has demonstrated important gaps in 
sibling research involving a person with a disability and has 
pointed to the need for new research directions. The 
literature dealing with people whose sibling has a disability 
has focused almost entirely upon children. One major research 
interest was the psychosocial effects of this experience upon 
brothers/sisters without a disability. These effects were 
investigated in terms of positive or negative influences upon 
the lives of those without a disability. Another important 
theme involved the search for mediating variables influencing 
the psychosocial outcomes for people whose sibling has a 
disability.  Within this research context, the 
responsibilities and matters of consideration by children and 
adults with a sibling who has a disability/illness have been 
relatively unexplored.  
 In literature on children, the topic of responsibilities 
has been mentioned or examined in reviews and studies 
respectively as an impact upon social life or a mediating 
factor for children's psychosocial adjustment. However, 
adults' responsibilities in relation to their sibling with a 
disability have seldom been studied. Although reviews on 
adults have referred to a wider range of responsibilities than 
research dealing with children, most studies have failed to 
explore the topic adequately in relation to adults. Likewise, 
little research has systematically investigated the concerns 
children and adults may have in relation to their sibling with 
a disability/illness. While reviews have mentioned concerns 
that children and adults may experience, research has failed  
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to investigate the topic in relation to children and adults 
with a sibling who has a disability. The topic is clearly an 
important issue in the accounts provided by adults.   
 Personal accounts by children and adults without a 
disability/illness have revealed that responsibilities and 
concerns in relation to their sibling with a disability were 
significant issues (Binkard, 1987; Dunn, 1984; Hand et al., 
1994; Jacoby, 1990; Klein & Schleifer, 1993; Powell & 
Gallagher, 1993). Children noted their care-giving 
responsibility for their sibling with a disability. For 
example, 10-year-old Sarah spoke of her responsibility for 
protecting Sean, an older brother with Down syndrome: 
 
 . . .  Kids tease him and don't want to play  
 with him because he's like that . . . I just tell  
 them to let him play, too . . . If Mom lets us  
 stay home together by ourselves, he always says  
 he's going to babysit me. I don't say anything,  
 but really I'm watching him. (Binkard, 1987, p. 3-4). 
 
Likewise, adults acknowledged their present and/or potential 
future care-giving responsibilities for their sibling with a 
disability. For example, one adult sister mentioned her 
anticipated future responsibilities when her parents could no 
longer provide home-based care: 
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 . . .  their most important legacy will be in  
 the  form of my autistic brother. As his future  
 guardian, I will acquire and accept the full 
 responsibility of Douglas. (Zetlow, 1982, cited  
 in Powell and Gallagher, 1993, p. 193).  
 
Further, children expressed a range of important concerns in 
relation to their sibling with a disability. These included 
issues of peer acceptance, establishing self-identity and 
pressure towards high achievement in order to compensate for 
their sibling's incapacities (Binkard, 1987; Hand et al., 
1994; Jacoby, 1990; Klein & Schleifer, 1993). Also, children 
mentioned their lack of understanding and information of their 
sibling's disability and the difficulties they encountered in 
coping with their own feelings (Hand et al., 1994; Klein & 
Schleifer, 1993). One brother, whose sibling has an 
intellectual disability, explained: 
 
 . . . I felt cheated because my brother was not  
 the same as other kids. I was waiting for the  
 day he would wake up and be like me, a day that  
 will never come. (Dubinsky, in Klein & Schleifer,  
 Eds., 1993, p. 107).  
 
Similarly, adults have mentioned numerous concerns which 
relate to three main areas including future care for their 
sibling with a disability, ensuring that he/she enjoyed a 
quality lifestyle and genetic issues (Binkard, 1987; Hand et 
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al., 1994; Jacoby, 1990; Powell & Gallagher, 1993). In 
relation to future care of their sibling with a disability, 
adults expressed considerable anxiety, one adult, whose 
sibling has autism, explained: 
 
 As his only sister, I feel that I have already  
 absorbed too much of this burden. I am hoping that  
 long before my parents' demise, Doug's future will  
 be guaranteed. The only alternative to my becoming  
 his perpetual "other mother" is for him to be  
 settled in a group home offering suitable living 
 conditions (Zetlow, 1982, cited in Powell &  
 Gallagher, 1993, p. 193).  
  
 An investigation of personal accounts revealed common 
issues which may be used to guide empirical research. These  
insights which involve the responsibilities and concerns of 
people with a sibling who has a disability will be explored in 
the present study. The aim is to investigate in a 
nonjudgemental manner the unique experiences of young adults 
with a sibling who has a disability. The thesis will examine 
the patterns of involvement of people with a sibling who has 
specific disabilities.    
 Research has rarely examined specific disability effects. 
The literature has focused almost exclusively upon people 
whose brother/sister has an intellectual disability. In 
literature dealing with children, scant attention has been 
devoted to children whose siblings have other types of 
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disabilities/illnesses. A few reviews and studies focused upon 
children whose siblings have a physical disability and/or 
chronic illness (Barsch, 1968; Cadman et al., 1988; Condry, 
1989; Ferrari, 1984). Children whose siblings have sensory 
disabilities have seldom been studied although a few reviews 
and studies have focused upon children whose siblings have 
hearing or vision impairment (Ascione et al., 1988; Atkins, 
1987; Barsch, 1968; Cadman et al., 1988; Doust, 1984; 
Schwirian, 1976). In the adult sibling literature, studies and 
reviews have dealt primarily with people whose siblings have 
an intellectual disability (Begun, 1989; Burton & Parks, 1994; 
Cleveland & Miller, 1977; Grossman, 1972; Konstam et al., 
1993; Zetlin, 1986). Literature focused upon adults whose 
siblings have other types of disabilities/illnesses is 
nonexistent. The present study seeks to fill the gap by 
studying people with siblings who have vision and hearing 
disabilities.         
 
Statement of the Question 
 
 The study focuses upon six young adults (between 21 and 
34) with a sibling who has dual sensory disabilities and 
explores the following question: 
 
 What responsibilities and concerns do young adults 
experience in relation to their sibling with vision and 
hearing disabilities?  
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 CHAPTER 2 
  
  METHOD 
 
Introduction 
 
 This chapter outlines the predominantly qualitative 
approach that was employed to explore the responsibilities and 
concerns facing adults with a sibling who has dual sensory 
disabilities. It includes descriptions of sampling, nature of 
participants, questionnaires, conduct of interviews and data 
analysis techniques. Also, it indicates potential weaknesses 
of the study.       
 
Sampling 
 
 Purposive sampling was employed to identify and select 
families from a population of unknown size in Brisbane and 
neighbouring towns that have at least two adult children, one 
of whom has vision and hearing disabilities. Participation 
criteria included the following five points: that the 
sibling's sensory disabilities be within the moderate to 
profound range, that the sibling's disabilities were evident 
at birth or shortly afterwards, that the person without 
disabilities be between 18 and 34 years, be accessible for 
interviews and willing to participate. Families who failed to 
meet these criteria were excluded from participation. 
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 Identification of families with no fewer than two adult 
children, one of whom has vision and hearing disabilities, was 
achieved largely through personal contacts. Owing to the 
author's position as past president of The Deaf-Blind 
Association of Queensland and to the fact that she, too, is 
afflicted by vision and hearing disabilities, she was aware of 
which people/organisations could provide the necessary 
information. The names and addresses of people with vision and 
hearing disabilities were obtained from these sources, 
together with information about their approximate ages, degree 
of disability, age at onset of disability and family size. 
Using this list as a basis, families to be contacted were 
selected according to three criteria. These criteria were 
related to level of severity of the sibling's disability, age 
at onset of disability, and the ages of adult children without 
disabilities. Only families with young adult children and 
those in which the sibling's disabilities were within the 
moderate to profound range and evident early in life were 
approached. Although 14 families met the criteria, three could 
not be contacted. In two cases this was due to change of 
residence and in the third case the hostel guidelines 
prohibited disclosure of personal information about residents 
and their families. 
 The remaining 11 families were then contacted by letter  
which explained the study's purpose and conditions and 
requested each family to identify a potential participant 
(Appendix, A). Approximately four to six days after mailing 
the letters, each family was contacted by telephone. A total 
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of seven families were able to identify at least one possible 
participant. These families were asked to supply that person's 
name, address, telephone number and date of birth along with 
the birth date of the sibling with vision and hearing 
disabilities. Further, families were told that the person they 
identified would be contacted directly in writing to request 
his/her participation. 
 Four of the 11 families contacted were unable to identify 
a potential participant. In one case, the two brothers of the 
young man with vision and hearing disabilities lived in north 
Queensland and were inaccessible for interviews. In the second 
case, the only child in the family apart from the young woman 
with sensory disabilities was just 11 years old and thus 
failed to meet the age criterion. In the remaining two cases, 
the women with vision and hearing disabilities had lost all 
family contact. One woman had been reared and cared for by her 
grandmother who said that the young lady had seven half 
brothers and sisters without disabilities, but they had had no 
contact for many years. The second woman resided in 
alternative living accommodation through Intellectual 
Disability Services which is a section of Family Services. A 
spokesperson said that this young woman was blind but not 
deaf, although information had previously been given that she 
was classified as deaf/blind at birth.       
 The seven potential participants were contacted by letter 
which clarified the study's purpose and conditions and 
requested their participation (Appendix, B). Approximately one 
week after posting the letters, telephone contact was made 
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with six recipients. These people agreed to participate. The 
seventh potential participant could not be contacted directly 
because he was living and studying at the Gold Coast 
University and his address had not been supplied. However, his 
mother said that her son was unavailable for interviews.  
 
Participants 
 
 Participants were six adults without disabilities, two 
male and four female, who had a sibling with vision and 
hearing disabilities. Participants' ages ranged from 21 to 30 
years. In all but one case, their sibling's disabilities were 
due to Rubella. Information about the siblings' disabilities 
was drawn from the participants' perspectives rather than 
standardised assessments. A short detailed description of each 
sibling dyad follows. Please note that all names have been 
replaced by pseudonyms to maintain confidentiality and privacy 
of each participant and his/her sibling with disabilities. 
 
Dyad 1: 
 Kay, aged 30, is the oldest and only female child in her 
original family. Her occupation is a library assistant. Kay is 
married with one small child and another child is on the way. 
Kay's brother, Perry, aged 25, is the youngest of four 
children. Due to Rubella, Perry has been severely to 
profoundly deaf/blind and moderately intellectually disabled 
since birth. He has no spoken language. 
(Interview 1, Appendix J) 
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Dyad 2: 
 
 Nancy, aged 29, is the fourth child in a family of seven 
children, two of whom have disabilities. A younger sister with 
Cerebral Palsy was not part of the study. Nancy is single and 
works as the manager of a photographic laboratory. Nancy's 
older sister, Jane, is aged 31 and is the third child in her 
family. Jane has moderate hearing impairment and 
severe/profound vision impairment as a result of Rubella.  
Additionally, Jane was born with a heart condition which has 
been surgically corrected. However, Jane experiences other 
health difficulties including thyroid problems and sugar 
diabetes which developed later in life. She is able to speak 
orally and can hear with the assistance of hearing aids. 
(Interview 2, Appendix J) 
 
Dyad 3: 
 
 Denis, aged 25, is the only other child in his family 
besides his younger sister with disabilities. Denis is single 
and works as a research assistant. Denis' sister Ellen, aged 
24, was identified as having multiple disabilities due to an 
unknown cause at birth. Ellen is profoundly deaf/blind with an 
undetermined level of intellectual disability. She is unable 
to speak but communicates her most basic wants through 
signing. Also, Ellen experiences mild physical disabilities 
including muscular problems and uncoordinated movement. 
(Interview 3, Appendix J) 
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Dyad 4: 
 
 Shirley, aged 21, is the second of four children. Shirley 
is single and works as a waitress. Her older sister, Wyona, 
aged 25, was a Rubella victim. Wyona experiences moderate to 
severe vision impairment and profound deafness. She is unable 
to speak intelligibly but communicates through signing and 
writing. 
(Interview 4, Appendix J) 
 
Dyad 5: 
 
 Phillip, aged 24, is the youngest of two children. He is 
single and works as a bank officer. Phillip's sister Katrina, 
aged 28, was also a Rubella baby. As a result, Katrina 
experiences severe to profound vision impairment, moderate 
hearing impairment and a mild intellectual disability. She is 
able to hear with hearing aids and speak intelligibly. 
(Interview 5, Appendix J) 
 
Dyad 6: 
 
 Sally, aged 29, is the youngest child of four. Sally is 
divorced and has two small children. Her occupation is taking 
care of the home. Sally's older sister, Val, aged 34, is the 
first child in her family. Her disabilities were caused by 
Rubella. Val experiences severe vision impairment and profound 
deafness. Also, her sister reported that Val differs across 
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different situations in her cognitive functioning. According 
to Sally, Val also manifests a context dependent emotional 
disorder which fluctuates from mild to severe. Val has no 
spoken language but communicates through sign language. 
(Interview 6, Appendix J) 
 
Data Collection 
 
 This study was predominantly qualitative. A qualitative 
approach was most appropriate for addressing the research 
questions because of its dynamic discovery-oriented nature  
which could enhance understanding by capturing the complexity 
of experience without manipulating settings or outcomes 
(Patton, 1990). Further, this approach is most suited for 
identifying issues for future exploration. A minor segment of 
the study was quantitative.  
 To meet study objectives, data collection was conducted 
in two parts. The first part consisted of two structured 
questionnaires, namely a Demographic Questionnaire developed 
by the author and an adaptation of the Sibling Inventory of 
Behavior (SIB) originally developed by Schaefer and Edgerton 
(1981) (Appendix, D). The second data collection component 
consisted of one semistructured 45 to 75 minute interview with 
each of the six participants. 
 The first questionnaire, the demographic questionnaire, 
was devised by the author specifically for use in this study 
(Appendix, C). It consists of 15 questions. Twelve questions 
seek information about the adult without disabilities and 
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his/her family constellation, while the remaining three 
questions request details about the sibling's disabilities.  
 The second questionnaire was adapted by the author for 
use in the present study from the Sibling Inventory of 
Behavior which had been developed by Schaefer and Edgerton 
(1981) (Appendix, D). This Inventory is a refined version of 
the Sibling Behavior to Handicapped or Younger Child Inventory 
(Schaefer & Edgerton, 1979). The SIB consists of eight 
subscales, four positive and four negative (Schaefer & 
Edgerton, 1981). The positive subscales include kindness, 
acceptance, empathy and leadership, while the negative 
subscales measure anger, hurt, avoidance and embarrassment 
(Schaefer & Edgerton, 1981). The SIB (Schaefer & Edgerton, 
1981) was used with a sample of school-aged children with a 
younger sibling who has a disability. Further, there are two 
versions of the SIB which employ feminine and masculine 
pronouns respectively. Additionally, the Inventory has been 
employed by numerous researchers including Cuskelly (1992), 
Gargiulo, O'Sullivan, Stephens and Goldman (1988) and McHale 
and Gamble (1989) to examine sibling relationships between 
children with a brother/sister who has a disability and 
comparison children whose brother/sister has no disability. In 
this study, the SIB has been adapted for use with adults who 
have a sibling with sensory disabilities. This was achieved by 
changing the wording of questions 6, 16 and 23 so that they 
referred to adults' activities. For example, "playmate", 
"frown and sulk" and "play" were replaced by "person or 
companion", "cross or resentful" and "interact" respectively. 
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Participants were asked to rate on a five point scale how 
often they behaved towards their sibling with disabilities in 
the way described. Possible ratings were 1-never, 2-seldom, 3-
sometimes, 4-often and 5-always (Appendix, D; Schaefer & 
Edgerton, 1981).  
 A fortnight after the adults without disabilities had 
indicated their willingness to participate in the study, 
copies of the two questionnaires and an accompanying letter 
were mailed to each participant (Appendix, E). The enclosed 
letter requested participants to fill out their responses and 
return them within a few days in the self-addressed and 
stamped envelope supplied. Also, the letter explained that, by 
doing this, there would be more time available during the 
interview to discuss key topics. Over the next three weeks, 
each participant returned the two completed questionnaires. 
 The second data collection component involved each 
participant in one 45 to 75 minute individualised interview 
held at the place of their choice. Four interviews were 
scheduled in the respective homes of participants but only 
three interviews were conducted in the homes of participants. 
Since one participant failed to meet her first appointment, a 
second meeting was arranged in the author's home and the 
interview with that participant took place there, as well as 
one other. The remaining interview was conducted at the 
participant's workplace. 
 Each interview combined varying degrees of structure. For 
example, the interviews were guided by a list of semi-
structured questions which offered flexibility and ample 
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opportunities for gaining insights into each participant's 
perspective (Appendix, F; Hammersley & Atkinson, 1993; 
Merriam, 1988; Sherman & Webb, 1988). At the outset, 
participants were provided with a checklist of daily living 
activities and were asked to tick the activities which their 
sibling could perform independently (Appendix, G).  
Additionally, time spent in an unstructured mode gave 
participants the chance to share their personal 
reconstructions of the sibling experience when a 
brother/sister has dual sensory disabilities (Merriam, 1988).  
 Apart from varied structure, interviews were conducted 
according to traditional criteria. At the outset, the need to 
tape-record the entire interview and the presence of an 
interpreter was explained to each participant (Baker, 1986; 
Cummings, 1982; Merriam, 1988). The interpreter translated 
participants' responses into tactile finger-spelling because 
the author also has vision and hearing disabilities. The 
study's purpose and ethical considerations including 
protection of privacy through the use of pseudonyms and 
ownership of information had been explained previously in 
writing (Adelman, Jenkins & Kemmis, 1977; Australian 
Association of Research in Education, 1992). Further, 
participants were asked to sign a consent form (Appendix, H). 
Throughout the interview, a conversational tone was 
maintained. However, in accordance with traditional criteria 
for conducting interviews, the interviewer elicited 
information and the participants provided the answers 
(Hammersley & Atkinson, 1993; Oakley, 1981). Further, to 
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encourage participants to develop their ideas and supply 
detailed descriptions, questions were predominantly open-
ended, and those which required yes or no answers were kept to 
a minimum (Atkinson, 1990; Paoletti, 1990; Van Maanen, 1988). 
For example, one open-ended question was "How do you feel 
about your potential future responsibilities in relation to 
your brother/sister who has vision and hearing disabilities?" 
(Appendix, D). Probing helped to elicit indepth information, 
and questions focused upon participants' current experiences, 
emotions, actions, intentions and expectations. These data 
helped to convey an insightful understanding of the topic 
under investigation. In closing the interview, each 
participant was told that a summary of the study's major 
findings would be sent to him/her after the project's 
completion. 
 Interview questions developed specifically for this study 
were based partly on the literature and partly on personal 
experience as a sibling with vision and hearing disabilities. 
Sibling research involving dyads in which one person has a 
disability has been relatively unexplored and has overlooked 
topics of responsibilities and concerns in adults with a 
sibling who has a disability. However, an examination of 
personal accounts written by people with a sibling who has a 
disability has shown that responsibilities and concerns were 
significant issues in their lives (Binkard, 1987; Dunn, 1984; 
Hand et al., 1994; Jacoby, 1990; Klein & Schleifer, 1993; 
Powell & Gallagher, 1993). Thus, this study attempted to 
expand and develop research by exploring further these 
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important issues in relation to adults with a sibling who has 
vision and hearing disabilities. Interview questions  
concentrated upon seven key categories of responsibilities and 
concerns (Appendix, F). These included present and potential 
future responsibilities and concerns in relation to daily 
living, financial assistance/support, social support, 
emotional support, accommodation and respite care, skill 
acquisition and advocacy. Another question asked participants 
how they incorporated and may incorporate these 
responsibilities and concerns into their own lives. Also, 
participants were asked to suggest services which could 
improve quality of life for their sibling with vision and 
hearing disabilities and their brothers/sisters without 
disabilities.  
 
Data Analysis 
 
 Analysis of interview transcripts was based on an 
approach called "grounded theory" (Merriam, 1988, p. 142), 
which proceeded in the following way. Data analysis was 
ongoing, beginning with the formulation and clarification of 
the research problem based on the literature review and 
continuing into the writing of the report (Hammersley & 
Atkinson, 1993). Thus, data collection and data analysis were 
interactive processes as the former was guided by the 
developing theory (Merriam, 1988). After conducting the 
interviews, intensive and predominantly inductive data 
analysis began (Baker, 1986). Using such resources as memos 
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and interview transcriptions, information about 
responsibilities and concerns was sorted topically and filed 
separately. Next, using a comparative technique, recurring 
patterns were sought. These recurring patterns became 
categories and properties. Also, vocabulary counts were 
performed on recurring concepts (Baker & Freebody, 1987; 
Malin, 1990). Finally, hypotheses or suggested links between 
the major categories and their properties were developed to 
explain the data (Merriam, 1988; Paoletti, 1990). These 
hypotheses provided a framework to guide future research 
(Hammersley & Atkinson, 1993). Thus, this comparative analytic 
technique facilitated theory development and hence its name, 
"grounded theory" (Merriam, 1988, p. 142). 
 Participants' responses to the adapted SIB were scored 
quantitatively. Participants' ratings of each behaviour were 
totalled for each of the eight subscales. Four questions each 
assessed positive behaviours, including kindness, acceptance, 
empathy and leadership. However, negative behaviours including 
anger, hurt, avoidance and embarrassment were measured by only 
three questions each. See the scoring form for further details 
(Appendix, I).  
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 CHAPTER 3 
 
 PART 1.  DATA ANALYSIS 
 
 Responsibilities 
 
 This chapter explores the current and potential future 
responsibilities adults without disabilities assumed towards 
their sibling with dual sensory impairments. The data were 
elicited during an indepth individualised interview with each 
participant. 
 It was found that primary responsibility for the person 
with disabilities was taken by their mother. The adult 
brothers/sisters of the person with disabilities also took 
some responsibility, however.  
 Those who participated in the study (hereinafter 
"participants") currently undertook a range of 
responsibilities. Disability-specific responsibilities 
included assistance with respite care, recreation, mobility, 
communication and education. Also, participants assumed 
typical sibling responsibilities: social contact, 
companionship and emotional support. However, even these 
typical sibling responsibilities were influenced by the 
existence of their brother's/sister's disabilities. 
 Further, participants anticipated a number of potential 
future responsibilities. All participants demonstrated an 
awareness of changes in their level of responsibility when 
their parents were no longer able to help. Consequently, their 
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future responsibilities were assessed as being significantly 
greater than their current responsibilities towards their 
sibling with disabilities (hereinafter "sibling" refers to the 
brother/sister with disabilities). These included a 
continuation of their current responsibilities as well as 
provision of support in the areas of accommodation, finance 
and advocacy. 
Description of Siblings Based on Interview Data 
Table 1 indicates the participants' perceptions about the 
types of disabilities experienced by their sibling. The Table 
lists five types of disability including visual, auditory, 
intellectual, physical and emotional impairments. 
Vision 
Perry y 
I .Jane y 
Ellen y 
Wyona y 
Katrina y 
Val y 
. 'ote: Y = Y�s 
N =. o 
Table l 
Disabilities of Siblinu 
Hearing Intellectual 
y y 
y N 
y y 
y N 
y y 
I y y 
I 
I 
Physical Emotional 
N :,,; 
N .. 
y L 
;'4 
'.'-l '.'-l 
N y 
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Table 2 presents the participants' evaluations about the 
level of severity of their sibling's disabilities. Table 2 
lists three levels of impairment ranging from mild, through 
moderate to severe/profound. 
Tabie 2 
Level of Severitv of Dic;abilitv 
Vision Hearing [ntellectual Physical Emotional 
severe/ severe/ 
Perry 
profound profound 
moderate 
severe/ 
,Jane moderate I profound 
$evere/ severe/ 
Ellen 
profound profound 
undetermined mild 
moderate! severe/ 
Wyona 
profound severe 
severei 
Katrina 
profound 
moderate mild 
Val :;evere profound moderate moderate 
The siblings suffer from a multiplicity of disabilities 
(Table 1 and Table 2). All have two significant core 
disabilities in relation to vision and hearing, although these 
ranged in severity from moderate to profound. Further, most 
siblings have one or more than one additional disability. For 
example, four siblings, namely Perry, Ellen, Katrina and Val, 
all have an intellectual disability while Ellen also 
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experiences a mild physical disability which affects her motor 
skills. Apart from her dual sensory disabilities, Jane suffers 
from a series of chronic illnesses including sugar diabetes, a 
heart condition and thyroid problems. Additionally, most 
siblings have secondary disabilities. For example, four 
siblings including Perry, Ellen, Wyona and Val, lack the 
ability to speak, while Perry and Val also demonstrate 
socially unacceptable behaviour patterns. 
Table 3 presents the participants' perceptions of their 
sibling's ability to perform basic self-care activities. These 
include feeding, toileting, bathing, dressing, mobility, 
health care and communication. 
Feeding 
Oneself 
Perry y 
.lane y 
Ellen N 
Wy1111a y 
K.itrina y 
\'al y 
Tahlc 3 
Daily Living A 
Daily Tasks whkh Sihli11.g with Disahility rnn l\lana�1ulcpcmlcnlly 
or rn111 10t l\.la11ai:c hulcpc111lcnll)' 
l\lobilily l leallhrnrc 
Toileting Bathing Dressing Walking I l'ublil' and 
Transport lai11tc11:11 1l'c 
y partial parlial y N 
y y y y N \' 
N N N N 
y y y y N y 
y y y y N N 
y y parlial y N N 
Y - Y c:s, i.:a11 1111111agc: imh.:p..:mk:ntly 
N = N1>, cannot manag..: indc:pc:ndc:ntly 
< .'0111111u11il'1 tion
N 
y 
partial 
y 
parlinl 
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Table 4 lists general daily living activities including 
making the bed, house cleaning, laundry, cooking, setting the 
table, shopping and banking. The table sets out the 
participants' assessments of their sibling' s 
independence/dependence in general daily living activities. 
Jablc4 
l a·1 · I hin.!Lll 
l\lakin!? lhc IJoll�C Sellin!? the llarulling 
Bctl Cleaning 
Laundry Cooldn!! 
Tnhlc 
Shopping 
l<HlrJ· 
Banking 
l'cn-:,· y N N N y N N 
.Jane y y y y y y y y 
Ellen N N N N N N N N 
\\\ona y y y pnrlinl y pnrlinl parlinl pnrlinl 
l(alrina y y y y y N N N 
\"al y pmlinl pnrlinl p11rlinl y N N N 
Y = Ye�. cnn nwnngc intlcpcmlcntly 
N � Nn. cnnnol rnnnage intlepemlenlly 
Because of their multiple disabilities, most siblings 
required a significant amount of support and assistance with 
daily living tasks (Table 3 and Table 4). For example, the 
most dependent, Ellen, needs assistance with all activities 
listed above including personal care and general daily living 
activities. Although some siblings could perform a few 
personal care tasks such as feeding and toileting 
independently, they still needed a high level of support and 
assistance with general daily living activities including 
shopping, handling money, house-cleaning and cooking. Only one 
sibling, Jane, could accomplish most of the above mentioned 
daily living tasks without assistance. 
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Mother as Primary Carer 
 
 Most parents, especially mothers, continued in their 
roles as primary carers for their son or daughter with 
disabilities. All persons with disabilities are now young 
adults aged between 24 and 34 years.   
 In all cases, parents provided or secured appropriate 
accommodation for their adult child with disabilities. For 
example, the parents of Perry, Wyona and Val accommodated 
their adult child with disabilities in the parental home 
itself, while Katrina's and Jane's parents made independent 
accommodation on the parental premises available to them.  
Ellen's parents struggled determinedly for many years to 
secure ongoing supported accommodation for Ellen. As a result 
of their successful efforts, Ellen's accommodation needs are 
currently being met in a state-funded group home for young 
adults with disabilities. Apart from giving accommodation 
assistance to their adult child with disabilities, parents 
fulfilled numerous additional needs. 
 In accordance with the participants' perspectives, 
fathers played a small but important part in meeting the needs 
of their adult child with disabilities. Jane's father paid his 
daughter to do odd jobs to help her save for her holidays. 
Most fathers took part in assisting their adult child with 
financial and/or legal affairs. Also, some fathers provided 
limited social or emotional support for their adult child with  
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disabilities. For example, Ellen's father took his daughter 
out every Sunday and, if Ellen was ever upset, he lifted her 
in his arms and comforted her. Also, Wyona's father had taken 
his daughter to meetings at the Deaf Society. Additionally, 
some fathers gave practical assistance, including help with 
transportation, to their adult child with disabilities. 
Although fathers took some responsibility for supporting their 
adult child with disabilities, it was usually mothers who did 
most of the work. 
 Mothers were the primary carers. This fact was 
acknowledged by most participants in the study. For example, 
Katrina's Dad played no part in assisting Katrina with daily 
living, thereby giving his wife sole responsibility. Phillip 
explained that it was his mother who took the responsibility 
for assisting Katrina with daily living, "not Dad" (Interview 
5, line (hereinafter, l)1  308,). If Perry's mother needed help 
in caring for her son, then Perry's father would be available 
to assist her in the evenings after work. However,  
 
 . . . during the day, it's always Mum. (Interview  
 1, l 46). 
 
 . . . um, at this, at this stage, Mum, Mum does 
 everything. . . .  (Interview 1, l 280). 
 
                     
    1 "l" refers to "turn of speaking". 
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While Val's father took limited responsibility in supporting 
Val, his wife was primarily responsible for meeting Val's 
daily needs: 
 
 Mum does everything. . . .(Interview 6, l 6). 
 
 As primary carers, mothers undertook a range of 
activities to assist their adult child with disabilities. For 
example, Perry's mother did all the running around with Perry, 
looked after his money, did his banking, advocated for needed 
services and often took him on trips. Also, Perry's mother had 
to remind Perry when it was time to eat or take a bath and 
made sure that he was clean and shaven. Wyona's mother gave 
her daughter financial advice, taught her new skills to 
enhance Wyona's independence and supported her community 
involvement by taking her shopping and bowling twice a week. 
Val's mother drove her daughter to work, did her banking and 
shopping and provided emotional support. Also, she tried to 
understand what Val wanted to communicate, reinforced her 
communication skills, advocated for services and took Val on 
day excursions. While Ellen's mother no longer had 
responsibility for her daughter's day to day care, she 
continued to take an active part in supporting Ellen. For 
example, she managed Ellen's financial affairs, visited her 
weekly or fortnightly, brought her home for holidays or family 
gatherings and attempted to teach her daughter more 
communication skills.   
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 The adults with disabilities exhibited a range of 
dependency upon their respective mothers. Val and Perry had 
the highest levels of dependency upon their mothers. Val was 
totally dependent upon her mother for communication and her 
mother was the only person she felt she could trust. Further, 
Val was too dependent upon her mother to move out by herself 
and thus it was "like having a permanent three-year-old." 
(Interview 6, l 258). Similarly, Perry was highly dependent on 
his mother. Wherever she went, Perry went also. He always went 
shopping and attended family gatherings with her: 
 
 . . . he, he and Mum, he always goes. (Interview 1,  
 l 136). 
 
Perry was a type of "fixture" that accompanied her everywhere 
she went (Interview 1, l 332). It was like: 
 
 . . . taking a child with you somewhere. You've  
 always got to remember that he's there. . .  
 (Interview 1, l 334).   
 
Perry's dependency sometimes created difficulties especially 
if his mother had to attend a funeral. Although Wyona and 
Katrina had a small measure of independence, they required a 
substantial level of maternal support and assistance. 
Likewise, although the group home staff met some of Ellen's 
support needs, her mother continued to be her major carer. 
While Jane was the most independent of her mother, the latter 
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continued to support and assist her daughter in important 
ways.  
 Parents, especially mothers, had constant and demanding 
responsibilities and they received little respite. While some 
mothers sought additional support from respite care agencies, 
other mothers managed without such support. For example, 
Perry's mother received minimal respite care for Perry through 
two agencies. Through the Manuka Centre, she received eight 
hours weekly, while Family Services offered four weeks each 
year. Val's mother used to send Val to an aged people's hostel 
for respite, but this was discontinued because Val's socially 
unacceptable behaviour worried the elderly residents there. 
Val's mother has had to make private arrangements due to lack 
of alternative respite care opportunities. She has organised 
and paid someone to take Val on occasional outings to the 
movies, the circus or Dreamworld. Before Ellen moved to the 
group home, her Mother coped with a small amount of in-home 
care. Although there were times, including vacation periods, 
when some mothers may have used respite care, they were 
reluctant to do so. Wyona either went on holiday with her 
parents or another family member stayed at home with her. 
Similarly, Jane's mother preferred to rely on other family 
members to stay with Jane while she and her husband were away. 
Likewise, Katrina's parents either took their daughter on 
vacation with them or arranged their holidays for a time when 
Katrina could go away with other persons with a disability or 
a vacation club such as "Going Roving" (Interview 5, l 168).  
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 The participants were well aware that their parents 
needed help in caring for their sibling with disabilities. Kay 
explained that her mother seldom got a break from Perry. 
Similarly, Sally stated that her mother and father: 
 
 . . . need a holiday, sometimes . . . (Interview  
 6, l 258). 
  
 Thus, parents, particularly mothers, took most of the 
responsibility for the care of their adult child with 
disabilities along with limited respite assistance from 
governmental and/or private sources. However, brothers and/or 
sisters without disabilities were also an indispensable source 
of support for their sibling with multiple and severe 
disabilities.  
 
Current Responsibilities of Adults without Disabilities 
 
 The brothers and sisters interviewed for the study were 
now in a position to take secondary responsibility for 
supporting their sibling with disabilities. These participants 
were young adults aged between 21 and 30 years. Moreover, most 
participants recognised this as a responsibility which family 
members owe to one another. As Shirley said: 
 
 . . . but it's family so you'd manage.  
 (Interview 4, l 182).  
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 Participants gave varying levels of support to their 
sibling with disabilities. Phillip stated he had only limited 
responsibility for Katrina's care: 
 
 Well, I don't really have very many because Mum  
 fulfils most of those roles. (Interview, 5, l 456). 
 
Similarly, Denis took only a minor part in caring for Ellen: 
 
 . . .  I have very little responsibilities, . . . 
 (Interview 3, l 152). 
 
However, some participants gave a higher level of support. 
While Kay had limited responsibility for supporting her 
brother with disabilities, she was always ready to assist her 
mother in looking after Perry: 
 
 . . . if Mum needs help, I just jump in and help  
 her out, if she needed something done. . .  
 (Interview 1, l 272).    
 The participants gave different types of assistance and 
support to their sibling with disabilities. Most participants 
took some responsibility for providing respite care or 
recreational opportunities for their sibling with 
disabilities. Shirley, Kay and Nancy assisted with respite 
care when their respective parents needed help. For example, 
last January, while her parents spent a fortnight in Victoria, 
Shirley cared for Wyona: 
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 . . . I sort of . . . took over being Mum. . . . 
 (Interview 4, l 172). 
 
Also, Kay often had Perry stay overnight or took time off work 
to look after him when her mother needed assistance. Likewise, 
when Nancy lived away from home, she would return to be with 
her sister when her parents were away: 
 
 . . . I used to come back while Mum and Dad  
 were away. . . . (Interview 2, l 168). 
 
Further, some participants provided leisure opportunities for 
their sibling with disabilities. For example, Sally had taken 
Val to places like Dreamworld and Seaworld, while Shirley took 
Wyona on shopping expeditions and had plans of taking her 
sister to the snow one day.   
 Most participants gave their sibling with disabilities 
assistance with mobility. Nancy always made a point of helping 
her sister avoid accidents by alerting her about the steps in 
unfamiliar surroundings. Further, most participants helped to 
meet the transport needs of their sibling with disabilities. 
Nancy, Phillip and Denis give their sibling with disabilities 
an occasional lift. For example, if Jane planned to go out at 
night, Nancy or another family member usually took her if 
someone was not collecting her. On the other hand, Shirley did 
as much driving for Wyona as her parents: 
 So she has to be driven all the time, either  
 by me or Mum. (Interview 4, l 110).  
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 Additionally, participants provided communication support 
for their sibling with disabilities. Some participants had 
mastered alternative communication methods including sign 
language or finger-spelling in order to communicate 
effectively with their sibling who has disabilities: 
 
 Well, I'm basically the only one that's got a  
 little bit of sign language knowledge.  
 (Interview 6, l 34). 
 
Through mastering sign language, Sally tried to reduce Val's 
isolation: 
 
 . . . She's very isolated in her own little world.  
 We try to break into it now. . . (Interview 6, l 44). 
 
Similarly, Shirley acted as Wyona's interpreter by translating 
conversations into sign language and Wyona's signed messages 
into speech. For example, Shirley sometimes assisted Wyona to 
communicate with shop assistants: 
 
 Like, if, um, she wants me to order her something  
 from a bakery. Instead of using her note pad, . . . 
 (Interview 4, l 44). 
 
Moreover, some participants had taught or encouraged their 
partners or other family members to learn sign language in 
order to communicate with the sibling who has disabilities. 
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While Shirley's fiance had mastered this communication method, 
Kay was encouraging her two-year-old son to learn sign 
language so that he could talk to Uncle Perry too: 
 
 . . . So I can imagine sign language will become  
 Martin's second language. (Interview 1, l 408).  
 
 Most participants had reinforced or attempted to teach 
their sibling with disabilities new skills. Although Denis had 
never taught Ellen something new, he had helped to reinforce 
her learning. Other participants attempted to introduce their 
sibling with disabilities to new accomplishments. While 
Phillip explained and demonstrated for Katrina how to use new 
 equipment including video recorders and radios, Nancy taught 
Jane about cosmetics, hair-care and cookery. Also, Sally had 
tried to teach Val the names of people and animals.  
 The participants strongly supported and encouraged the 
personal growth and development of their sibling with 
disabilities. Phillip was full of encouragement and praise for 
Katrina's rapidly developing self-confidence and independence 
for he had always tried to make her feel: 
 
 . . . good about what she can learn to do herself . . . 
 (Interview 5, l 56). 
Shirley helped her sister to accept her sensory limitations. 
Denis and Sally were keen for their sibling with disabilities 
to receive educational opportunities to improve their 
communicative and social competence. 
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 Further, when choosing a partner, most participants saw 
it as their responsibility to remain loyal to their sibling 
with disabilities. Kay explained that Perry was a part of her 
life and therefore came across into her married life. If her 
husband had refused to accept Perry as a family member with 
special needs, then Kay "probably wouldn't have married him" 
(Interview 1, l 312). Likewise, Nancy explained that, if any 
boyfriend of hers failed to accept her family as they were, 
then he could "get lost" (Interview 2, l 382). Phillip pointed 
out that the time he spent with his sister was essential for 
her survival so it would have to be a higher priority than 
spending time with his partner. Shirley always encouraged her 
boyfriends to be "pleasant" to Wyona (Interview 4, l 248).  
 The participants assumed numerous responsibilities that 
were associated directly with their sibling's disabilities. 
However, they also assumed responsibilities which were 
indistinguishable from those held by adults whose sibling has 
no disabilities. 
 While participants acknowledged that their sibling has 
disabilities, first and foremost participants recognised that 
he/she was their brother or sister and a real person. For 
example, Nancy viewed Jane as a "normal" sister: 
 
 Yeah, sort of like twins. . (Interview 2, l 210). 
 
Likewise, Shirley recognised Wyona firstly as her sister and 
secondly as her sister with disabilities: 
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 . . . Yeah. Just like normal sisters, really,  . . . 
 sometimes you fight and sometimes you don't. .  
 (Interview 4, l 186).  
 
 . . . jealousy comes into it sometimes, I think,  
 whether you've got a disability or not, . . .   
 (Interview 4, l 146).  
 
Phillip also accepted his sister as a person: 
 
 . . . We don't see Katrina as a handicapped person, . . . 
 (Interview 5, l 322).  
 
 Since participants recognised their sibling with 
disabilities first as their brother or sister and a real 
person, they fulfilled responsibilities which were no 
different from those which adult siblings without disabilities 
might assume towards each other. Therefore, participants held 
various responsibilities in addition to disability-related 
responsibilities towards their sibling with disabilities. Most 
participants who lived away from their sibling with 
disabilities continued to have at least some social contact 
with him/her. However, this contact usually occurred in the 
course of visiting their parents. Kay saw Perry two or three 
times a week: 
 
 . . . Just if I'm on my way over to Mum's,  
 he's always there. . . . (Interview 1, l 142). 
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Kay always made a point of saying hello and goodbye to Perry. 
Phillip would dine at home once a fortnight and there see 
Katrina. Denis saw Ellen only at family gatherings each month:  
 . . . I think it would be that way even if Ellen  
 had no disabilities anyway. It's just a stage of  
 people's life where they don't see their families  
 that much. (Interview 3, l 80). 
 
 Apart from maintaining social contact with their sibling 
who has disabilities, participants also gave their 
companionship and emotional support. Further, companionship  
and emotional support took various forms. For Denis, 
companionship consisted of a friendship with Ellen which was 
expressed through physical contact: 
 
 . . it was . . . more friendship than actual 
 responsibility. . . . So, it would, it would be  
 more just cuddles and hugs .  . . (Interview 3, l 24).  
 
Similarly, Kay always gave Perry hugs and kisses when she 
visited her parents' home. For other participants, 
companionship and emotional support were more socially 
oriented. When Phillip drives Katrina places, their mutual 
companionship is pleasurable to them both: 
 
 . . . it's good fun. She quite enjoys it in  
 the car. . . (Interview 5, l 74).  
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Similarly, Nancy and Jane occasionally called at the local  
Football Club to play the poker machines or sometimes they 
went as a family for a meal. Furthermore, Nancy was Jane's 
living companion. However, each sister pulled her own weight: 
 
 We look after the flat ourselves.  
 (Interview 2, l 228). 
 
 . . . I help with the housework but no more than  
 what you'd normally help. (Interview 2, l 64).  
 
Moreover, each took some sisterly responsibility for 
supporting the other. For example, they gave each other advice 
about dress, lent money, and assisted each other in practical 
ways: 
 
 . . . if I'm really busy with work, I don't have  
 time to wash so Jane will do my washing and I'll  
 pay her to do it. (Interview 2, l 98). 
 
While Nancy tried to boost Jane's self-confidence, Jane 
reminded Nancy when her bills were due.  
 Nevertheless, these typical adult sibling 
responsibilities and help by the participants were influenced 
by their sibling's disabilities. In four out of six cases, 
direct interaction between the participants and his/her 
sibling with disabilities was often non-existent. Instead 
interactions occurred indirectly through their parents. 
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  Thus, participants had various types of responsibilities, 
those held by all adult siblings and ones which were tied to 
their sibling's special needs. In meeting these 
responsibilities towards their sibling with disabilities, 
participants supplemented the assistance parents gave their 
adult child with disabilities. However, participants became 
intensely uneasy and anxious about the thought that their 
parents may no longer be around in the future. The 
participants' concerns will be more fully examined in Chapter 
4.  The next section will investigate the responsibilities 
which the participants anticipate for the future. 
 
 
Future Responsibilities 
   
 Despite the anxiety evoked by the idea of their parents' 
dying, all participants expressed a willingness to take 
increased responsibility if necessary for supporting their 
sibling with disabilities. While Nancy and Shirley would 
happily assist if their sister with disabilities approached 
them for help, Phillip also was willing to give his sister 
with disabilities increased support in the future. Phillip 
explained that: 
 
 . . . if something happens to Mum and Dad, then  
 it's just something that I'll have to take up.  
 It's not something that I've really got a choice for. . . 
  (Interview 5, l 462). 
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While Denis was prepared to assist Ellen in the future, "if 
the need arose" (Interview 3, l 28), he hoped that his 
responsibility for her: 
 
 . . . would be not that much greater than a normal 
 brother to a sibling without disabilities.  
 (Interview 3, l 156). 
 
Likewise, Sally, was prepared to offer Val more support but:  
 
 Only, only if Mum wasn't here.  
 (Interview 6, l 198). 
 
Although Kay was uncertain what support she could provide for 
Perry in the future, she was ready to help if at all possible:  
 . . . As to whether that can be me, I really  
 don't know, I would do it. . . (Interview 1, l 90).   
 
     Furthermore, participants expected to meet a range of 
support needs in the future on behalf of their sibling with 
disabilities. All participants thought they would continue to 
maintain social contact with their sibling with disabilities 
in the future. Shirley and Denis wanted to increase their 
social contact. Denis stated: 
 
 . . . I actually think I would like to, to see  
 her more often than I do, . . . (Interview 3, l 80).  
 
 
 64 
 Additionally, participants were prepared to offer their 
sibling with disabilities continuing emotional support when 
their parents were no longer able to do so. Kay explained that 
whatever happened in the future, Perry " . . . would always be 
part of the family" and would never be forgotten (Interview 1, 
l 156). While Sally planned to give Val some emotional support 
in the future, she felt her role would be limited. Since Sally 
would be unable to stay with her sister 24 hours a day, most 
of the responsibility of meeting Val's emotional support needs 
would fall to a carer. 
 Apart from maintaining social contact and providing 
emotional support, three participants were prepared to meet 
the accommodation support needs of their sibling with 
disabilities. Nancy visualised herself ". . .  in years to 
come with . . . Jane still living" with her (Interview 2, l 
134). Moreover, Nancy thought she would build Jane a granny 
flat. Likewise, Shirley was thinking of living with Wyona at 
some stage: 
 
 . . . I'd naturally just take over, I think.  
 I'd just take Wyona and get a unit with her or  
 something like that. (Interview 4, l 56).  
 
While relatives may offer to assist Katrina with accommodation 
in the future, Phillip himself preferred to take on this 
responsibility:  
 . . . I'd prefer to have Katrina with me.  
 (Interview 5, l 164).  
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 Also, some participants were keen to provide recreational 
experiences for their brother/sister with disabilities in the 
future. Sally hoped to take Val home for weekends and 
holidays. Further, she wanted to take her sister on outings 
and to the shops so that Val could buy those things she needed 
to make life enjoyable. Similarly, Kay explained that someone 
in the family would always offer Perry some recreational 
support by: 
  
 . . .  either bringing, you know, taking him out,   
 . . . or doing something with him anyway, . . . 
 (Interview 1, l 156).   
 Another potential future responsibility most participants 
expected or wanted to assume was that of assisting with, or 
managing their sibling's financial affairs. In four cases, the 
sibling with disabilities would need help to manage their 
financial affairs in the future. Sally wanted a type of 
custody that would give her authority to manage Val's 
finances. Likewise, Phillip thought that, if his parents died 
and someone had to manage Katrina's finances, he "would like 
to do that above anyone else" (Interview 5, l 154). Denis, 
too, thought he would always need to check that Ellen was "OK 
financially" (Interview 3, l 58). Likewise, Kay was sure that 
either herself or one of Perry's two brothers would assist 
Perry in handling his financial affairs in the future. 
Further, Denis and Phillip were willing to give their sibling 
with disabilities financial support in the future if the need 
arose and they could afford to do so.  
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 Furthermore, most participants were willing to assist 
their sibling with disabilities to acquire new skills in the 
future. Some participants thought they may do the teaching 
themselves if possible. Phillip thought he would need to 
provide Katrina with mobility instruction to orient her to new 
environments. However, half the participants doubted their 
abilities to undertake this responsibility. Thus, Kay, Sally 
and Denis preferred to assume responsibility for locating 
someone else to help their sibling with disabilities to 
acquire new skills in the future. Sally thought it would be 
very difficult to find the right person because he/she would 
"need a lot of training and a lot of experience to help reach 
Val" (Interview 6, l 294). 
 A further future responsibility participants were willing 
to assume to assist their sibling with disabilities was that 
of advocacy. All the participants were prepared to take on 
this role, but only if their parents or their sibling with 
disabilities were unable to do so. Phillip said he would 
certainly meet this need if it directly concerned Katrina. 
Likewise, Denis felt comfortable about taking responsibility 
for advocacy on behalf of Ellen if necessary in the future: 
 
 . . . if her funding was to disappear, then I  
 would have to fight to get it back. (Interview  
 3, l 134).   
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 Therefore the participants assumed a range of current 
responsibilities towards their sibling with disabilities. 
Further, the participants were willing to adopt various 
potential future responsibilities in supporting their sibling 
with disabilities. However, participants' anticipation of 
their potential future responsibilities raised a number of key 
concerns.                                                     
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   CHAPTER 4 
 
 PART 2. DATA ANALYSIS 
 
 Concerns     
 
 All the participants took some responsibility for 
assisting and/or supporting their sibling with disabilities. 
However, since their mothers were typically the primary 
carers, the participants fulfilled secondary support roles. 
 The participants experienced a sense of guilt about being 
unable to undertake more responsibility for their sibling with 
sensory disabilities. Their uneasiness was aggravated by a 
number of factors related to the participants themselves and 
to their sibling's welfare. Since factors related to their 
sibling's welfare would indirectly affect the lives of 
participants, these also became matters of considerable 
significance. 
 The analysis revealed two issues which were central to 
the participants' concerns. The first was their difficulties 
in taking greater responsibility for supporting their sibling 
with disabilities at the present time. Associated with this 
was the fact that the participants experienced competing 
concerns. The second issue related to participants' awareness 
of possible changes in their support roles in the future when 
their mothers became unable to continue as primary carers. 
Owing to the participants' lack of preparation, this awareness 
raised a number of fears and concerns. 
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Participants' Concerns About Their Secondary Support Roles  
 
 Concern about their failure to undertake a greater share 
of responsibility towards supporting their sibling with 
disabilities was noted by most participants. Kay was troubled 
when she compared her own small share of responsibility 
towards Perry with that taken by her mother: 
 
 . . . I wish I could do more for Mum because  
 she, she does do an awful lot. . . .   
 (Interview 1, l 332).  
 
Also, the level of companionship and support Shirley could 
offer Wyona was problematic in Shirley's view. "I should be 
doing more," Shirley said (Interview 4, l 142). Denis 
repeatedly stated how much his lack of contact and 
responsibility for Ellen worried him: 
 
 . . . I mentioned before that, that maybe my  
 contact is, is not as often as it should be or  
 could be (Interview, 3, l 162). 
 
 . . . I probably don't do as much as I could or  
 I should . . . (Interview 3, l 28). 
 
In her final remarks, Sally revealed her anxiety for omitting 
to take a more active role in supporting Val: 
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 . . . it's sort of stressful going through all  
 this again - it makes you realise you haven't  
 done much. . . . We were self-centred. We all were . . 
 (Interview 6, l 334).  
 
     The participants' failure to take a greater share of 
responsibility for supporting their sibling with disabilities 
was due to a number of factors. In turn, these factors created 
much conflict for most participants. 
 One such factor was the need, felt by two participants, 
to distance themselves from their family of origin and/or the 
sibling with disabilities. One of the two participants, Denis, 
saw this as a typical part of growing up and believed it would 
be that way even if Ellen had no disabilities. The other 
participant, Sally, avoided her sibling with sensory 
disabilities because Val's behaviour problems created stress 
for all the family. 
 Another factor which worried five participants was 
related to time. Phillip was concerned about having inadequate 
time to assist Katrina: 
 
 Because I work such long hours, um, and trying  
 to have a relationship as well as doing uni, it  
 becomes very difficult at times. (Interview 5, l 214). 
 
Also, Kay explained that it was difficult for her to find time 
to devote to supporting Perry because her life was so busy 
with work and family commitments. Likewise, Shirley pointed 
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out that daily life was very hectic for her and this 
restricted the time she could spend with her sister: 
 
 . . . I'd like to do those sort of things, but you  
 get so caught up with day to day life . . .  
 (Interview 4, l 134). 
 
 A third factor which disturbed two participants was their 
inability to understand and manage their sibling's 
unacceptable behaviour. Kay explained that Perry had moments 
when he became violent: 
 
 . . . he starts yelling and, when he's particularly  
 bad, he'll slam doors and he'll start pushing you  
 and that. . . . (Interview 1, l 164). 
 
This concerned Kay because she wanted to help but was unable 
to communicate with him: 
 . . . it's hard to know what support like that  
 he would need (Interview 1, l 162). 
 
Likewise, Sally was concerned by her inability to understand 
and cope with Val's thirty-year-old social problem of 
"touching people and holding hands" (Interview 6, l 112). 
Sally stated that she needed help to understand Val 
emotionally and psychologically. "Getting that down pat" would 
resolve much of her current concern, she believed (Interview 
6, l 286).  
 
 
 72 
 A further inhibiting factor which created significant 
apprehension for some participants was their need to shield 
their children from experiencing the potentially harmful 
consequences of their sibling's antisocial behaviour. Kay 
explained that, although Perry would never deliberately hurt 
people, he was very strong and lacked understanding of 
children. Thus, she was concerned for her children's safety: 
 
 . . . I don't think that I should place my  
 children or myself in that situation. . . .  
 (Interview 1, l 54).  
 
Similarly, Sally structured her activities in a way which 
would protect her children from becoming the innocent victims 
of Val's antisocial behaviour: 
 
 . . . my children aren't old enough to understand  
 that she has a mental disability, a disability  
 with that. And I want to wait until they're old  
 enough to understand that before they really have  
 to deal with that, . . . (Interview 6, l 84). 
 
 Another important factor which concerned some 
participants related to difficulties in family interaction 
involving their sibling with disabilities. Despite Kay's 
acceptance of Perry's usually unresponsive behaviour, it 
nevertheless disturbed and perplexed her. Kay wondered if her 
congenial interactions with Perry meant "anything to him" 
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(Interview 1, l 146). Sally explained that Val's negative 
reactions of disrespect and jealousy towards Sally and the 
children created a significant amount of tension. Although 
Sally could understand and communicate with Val, the big 
question was whether Val wanted to communicate with Sally: 
 
 . . . She seems more insecure with me, like  
 she knows she's my older sister or something. . . . 
 (Interview 6, l 56). 
  
 Additionally one participant was troubled by the risk 
that his partner may misunderstand the cause for his sister's 
disabilities. He explained that Katrina's disabilities were 
due to Rubella which has a non-genetic basis. However, Phillip 
and his mother had previously feared that Phillip's 
girlfriends may mistakenly think that:  
 
 . . . there was something in my, ah, genes which  
 meant that their children also could have problems  
 if they married me. . . .  (Interview 5, l 100). 
 
Participants' Concerns About Their Future Support Roles 
 
 The second major concern for the participants was the 
realisation that their parents would be unable to continue 
indefinitely as primary carers for their sibling with 
disabilities. The participants were aware that, in the future, 
their secondary support role may necessarily change as they 
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assume increased responsibility towards their sibling with 
disabilities. Further, some participants were troubled by 
their own lack of preparation for their potential future 
responsibilities towards their sibling with disabilities. Kay 
had no idea what would happen to Perry if her mother was 
unable to care for him: 
 
 I think that, that one's, that one's put off  
 as long as possible. (Interview 1, l 42).  
 
Also, Denis said: 
 
 It would worry me if Mum and Dad weren't around,  
 because I've never had that responsibility and,  
 um, I've lost touch with her day to day routine  
 and activities, (Interview 3, l 30).  
 
Likewise, Sally was apprehensive about the thought of her 
parents' dying: 
 
 My children will be old enough to understand  
 and accept the disability then. (pause) If Mum  
 and Dad go too soon, I'm going to fall into trouble.  
 Hmm. (Interview 6, l 92).  
For Shirley, too, it was an important issue which would bring 
changes in her support role: 
 
 
 
 
 75 
  I do think about it - if something did happen  
 to Mum and Dad, but I'd naturally just take over,  
 I think. . . . (Interview 4. l 56).  
 
Likewise, Nancy had frequently talked about it: 
 
 . . . we've often talked about it, what would  
 happen, um, and um, like, everyone's agreed that,  
 if something happened to Mum and Dad, that the  
 house would stay here and just whoever lived here  
 would keep up the maintenance so, yeah, I wouldn't  
 leave her here on her own, because you never know  
 if she's going to have a diabetic turn   
 (Interview 2, l 68). 
 
 Although the participants expected to fulfil additional 
care-giving responsibilities in the future, they believed 
their support role would differ from that of their parents. 
Some participants were reluctant to assume any hands-on 
responsibility, preferring instead a more distant 
administrative support role. Denis hoped that his future 
responsibility for Ellen would be "an organisational problem, 
rather than a hands-on area." (Interview 3, l 30). Further, 
some participants intended that their future responsibilities 
for their sibling with disabilities would be no greater than 
those between adult siblings without disabilities. Denis said: 
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 . . . I would hope that my responsibility would  
 be not that much greater than a normal brother to  
 a sibling without disabilities. (Interview 3. l 156).   
 
Nancy thought Jane would be more of a help than "an extra 
responsibility" (Interview 2, l 366), suggesting a reciprocal 
relationship rather than one with unequal responsibilities. 
     Typically, all participants believed that their level of 
responsibility towards their sibling with disabilities was 
going to be less than that currently assumed by their parents. 
All the participants except Nancy expected to place their 
sibling with disabilities in supported accommodation when 
their parents were unable to continue as primary carers. Some 
participants had clear ideas about what they could, or could 
not, provide. Sally stated: 
 
 . . . I know I couldn't take her into my home. . . . 
 (Interview 6, l 14).  
 
Other participants thought it would be difficult to meet their 
sibling's accommodation needs, given their own life 
commitments. Although Kay had originally planned to offer 
Perry accommodation, she has now decided otherwise: 
 
 . . . It's difficult now, especially with us  
 having children. . . . (Interview 1. l 52). 
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 While most participants accepted that their sibling would 
require supported accommodation in the future, they were aware 
of the difficulties involved. This was a significant concern. 
 Kay explained that, while the family had no intention of 
institutionalising Perry, alternative supported accommodation 
options for him were difficult to locate: 
 
 . . . there's not much here for him in that regard. 
 (Interview 1, l 42). 
 
Likewise, Sally viewed the task of finding suitable supported 
accommodation for Val in the future as a major problem. Sally 
explained that many residential programmes refused to 
accommodate Val because her needs failed to match the service 
delivery criteria: 
  
 . . . Well, hopefully, we'll be able to find a  
 respite or something for her to go into, . . .  
 (Interview 6, l 10).    
Also, Shirley was worried about Wyona's future living 
arrangements. Shirley thought that, with adequate preparation 
and support, Wyona may achieve some measure of independence:  
 
 . . . We have been talking about it actually -  
 putting her into a little unit, to see if she can cope 
 with it (Interview 4, l 48).  
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Although Ellen is currently installed in supported 
accommodation, Denis was concerned about possible funding cuts 
in the future which would leave Ellen without a home. 
A related issue followed the participants' decision to 
place their sibling in supported accommodation. The 
participants were concerned about the level of care their 
sibling would receive in the future and were willing to adopt 
advocacy responsibilities if necessary. Kay was aware that, if 
Perry did go into a home, he may be "labelled as a number" 
instead of being treated like a person (Interview 1, l 300). 
Further, Kay was afraid that the people who witness Perry's 
antisocial behaviour in the future may decide that: 
. . . he should be locked up or, or put on more 
medication and just become a zombie or what.  
(Interview 1, l 174).  
Likewise, it was a matter of significant importance to Phillip 
that Katrina should receive a high standard of care in the 
future: 
. . . it's more a question of whether or not we,  
being the family, would trust the other people  
with Katrina or that they wouldn't take advantage 
of her or make sure that she's looked after all  
the time . . .  (Interview 5, l 180).  
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Phillip explained that Katrina was very vulnerable to someone 
trying to take her money because she had no understanding of 
its worth. Thus, she needed someone to watch her money. 
Further, someone would need to check the cleanliness of food 
preparation areas in Katrina's unit and make sure everything 
was satisfactorily hygienic. Sally's primary worry was related 
to the quality of emotional support Val would receive in 
a hostel: 
 
 . . . hopefully, there'd be a carer there who  
 would be able to talk to her and help Val bond . . . 
 (Interview 6, l 120).  
 
Also, Shirley was aware that Wyona would require an 
appropriate level of support. Shirley explained that, if Wyona 
lived alone, someone would need to visit her regularly and 
perhaps stay overnight. 
 Another important issue for most participants was related 
to their sibling's financial affairs. The participants wanted 
their sibling with disabilities to have sufficient funds to 
meet his/her own needs in the future. However, the 
participants realised that, if their sibling lived away from 
home and was unemployed, the pension may be inadequate. Nancy 
stated: 
 
 . . . living on her own she would find it  
 a lot harder. . . . (Interview 2, l 96). 
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Phillip explained that Katrina relied solely upon taxis for 
independent mobility. Thus, he worried about his sister's high 
transport costs:  
. . . she's got the vouchers but, still, ah, 
if you're using a taxi everywhere, it's very 
expensive. (Interview 5, l 392). 
Also, Phillip was anxious about the future availability of the 
pension. Furthermore, Sally knew that her own future financial 
position would prevent her from supplementing Val's pension as 
her parents have always done.  
Additionally, most participants were keenly interested 
with regard to the future management of their sibling's 
finances. Shirley pointed out the urgency for Wyona to learn 
how to manage her own business because:  
. . . I'm not always going to be there, or  
Mum and Dad, like, she's going to have to, like, 
eventually do it herself. (Interview 4, l 100). 
However, other participants whose sibling also had an 
intellectual disability were worried that the government would 
take control of their sibling's finances in the future. Denis 
explained that, in Queensland, the Public Trustee system is 
legally responsible to manage the financial affairs of people 
over 18 who cannot do it themselves. Denis said that, although 
the system "needs to be there" for people who have no family 
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support, "in some circumstances, it seems to be wrong" 
(Interview 3, l 42). Likewise, Phillip was disturbed and 
mistrustful about someone other than a family member taking 
control of Katrina's money because of her vulnerability: 
 
 . . . it's very easy for someone in a government 
 department to take advantage of her. . . .  
 (Interview 5, l 142).  
 
Similarly, Sally was apprehensive about the government taking 
control over Val's finances in the future because this "would 
limit her life to a vegetable" (Interview 6, l 14). Most 
participants were conscious of numerous obstacles which may 
deter them from becoming legally responsible for the 
management of their sibling's financial affairs. Sally 
explained that it "just depends on the red tape with the 
government" (Interview 6, l 12). 
 Most participants were concerned about what they saw as 
their own ignorance about existing support services to assist 
adults with vision and hearing disabilities. Sally explained 
that, as far as she could see, there were no services that met 
the needs of people with vision and hearing impairments. 
According to Sally's current knowledge, "There is nothing for 
the deaf-blind" in the area of job preparation and placement 
(Interview 6, l 306). Likewise, Shirley demonstrated little 
knowledge of available support services and was therefore 
troubled by the apparent lack of opportunities for adults with 
vision and hearing disabilities. She pointed out: 
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 . . . there should be, um, things available for  
 more work experience and things like that.  
 (Interview 4, l 264). 
 
For Kay, the most difficult task was:  
 
 Knowing what is around, is knowing what is  
 available. (Interview 1, l 364). 
 
Although Denis understood Ellen's need for communication 
training, he experienced much concern over his ignorance of 
existing programmes for adults with vision and hearing 
disabilities: 
 
 . . . in Brisbane, I don't know whether there  
 are many experts in that field or programmes  
 available. (Interview 3, l 112).    
 
     Another key concern recognised by most participants was 
in relation to life chances for their sibling with 
disabilities. The participants wanted their sibling to have 
educational opportunities which would facilitate skill 
acquisition and increase their independence. Sally explained 
that "communication is the big one for Val", along with 
training in social skills and handling money (Interview 6, l 
180). Some participants were anxious for their sibling to 
obtain viable employment. Shirley hoped Wyona could find work 
with children. Further, two participants were concerned for 
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their sibling with disabilities to find a partner. Nancy  
"would like to see Jane settle down, if possible" (Interview 
2, l 332). Likewise, it was important to Shirley that Wyona 
would eventually marry and have children: 
That's a concern because it's very hard. She  
doesn't meet that many men that she finds appealing, 
I guess. (Interview 4, l 232). 
I'm concerned that she won't have kids, I guess,  
because she really wants one. (Interview 4, l 234). 
Sibling Inventory of Behaviour 
   In addition to the semistructured interview, the results 
of which are reported above, participants were asked to 
complete an adapted questionnaire based on the Sibling 
Inventory of Behavior (Schaefer & Edgerton, 1979-1981). This 
instrument was included in the study to collect information 
from the participants about how they viewed their day-to-day 
relationship with their sibling and to examine the association 
between the reported relationship and the amount of 
responsibility undertaken by the participant. 
When quantitative measures are accompanied by qualitative 
research techniques, a more holistic understanding of people's 
subjective realities can be gained. In addition, this 
combination can assist in examining the validity of the 
standardised instrument. This latter purpose was not intended 
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of Behaviour which was administered to the participants. It 
presents their scores on four positive and four negative 
dimensions of their relationship with their sibling who has 
sensory disabilities. The positive dimensions include 
empathy/concern, leadership/involvement, kindness and 
acceptance while the negative dimensions consist of avoidance, 
hurting, anger and embarrassment. 
Table 5 
Results From the Sibling Inventory of Behaviour 
Completed by Participants 
Kay Nancy Denis Shirley Phillip 
Empathy/ 
19 16 17 1.5 13 Concern 
Leadership/ 
16 13 4 9 10 Involvement 
Kindness 16 12 8 10 l l 
Acceptance 16 16 10 15 10 
Avoiding 3 5 5 5 7 
Hurting 3 8 N.A. 6 3 
Anger 4 9 3 9 3 
Embarras, rnent I 3 4 3 4 6 
Sally 
18 
10 
JG 
10 
10 
5 
10 
·-
Slightly modified version of Schaefer & Edgerton Sibling lnvenllll)' of 8d1;rv:m:r. 
CategPrie,, 1-·! lrnve four sub-categories. Categories 5-8 have th•·e� �; tl:- ::a1:·,. ori,·!:. 
Some consistency was found between the participants' 
reported behaviours on the SIB questionnaire and in the 
interviews (Table 5). All the participants demonstrated high 
scores on empathy/concern towards their sibling with sensory 
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 Some consistency was found between the participants' 
reported behaviours on the SIB questionnaire and in the 
interviews (Table 5). All the participants demonstrated high 
scores on empathy/concern towards their sibling with sensory 
disabilities on the SIB questionnaire. This warmth of feeling 
was reflected by participants' reports during the individual 
interviews.  However, the relationship measure did not predict 
completely the level of involvement between the two siblings. 
For example, although Kay displayed the highest scores of the 
participant group on the positive behaviour cluster, the 
interview data yielded a richer understanding of her 
experience. Kay explained that, despite her positive 
relationship with her brother, her capacity to undertake 
responsibility for him was limited by various factors 
including her family and career commitments and Perry's 
unacceptable behaviour. Denis had the lowest scores on 
negative behaviours but, from a reading of the participants' 
reports, he appears to be the most anxious and avoidant of 
responsibility towards his sister with vision and hearing 
disabilities. The lack of reported negative behaviours may 
reflect the fact that he does not interact with his sister 
much at all. Sally ranked highest on negative actions and also 
reported a high frequency of positive behaviours on the 
questionnaire. While this may be puzzling if questionnaire 
datum is all that is available, the material contained in the 
interview was able to explain these apparent contradictions.  
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Summary 
 
 While their parents continued as primary carers for their 
sibling with disabilities, the participants currently 
fulfilled supplementary support roles. This situation was 
problematic for the participants who experienced a number of 
concerns. These resulted from factors which directly or 
indirectly affected the participants' lives. The participants' 
concerns revolved around two central issues. The first central 
issue was participants' inability to undertake more 
responsibility for supporting their sibling with disabilities. 
Other responsibilities and interests important to the 
participants conflicted with the responsibility they felt they 
owed to their sibling. The second primary issue related to the 
participants' awareness of likely future changes in their 
support roles for which they felt unprepared. Although the 
participants planned to undertake additional responsibility 
for their sibling in the future, this support would differ in 
kind and degree from that currently provided by their parents. 
The participants expected that their future support roles 
would be more limited than those of their parents. However, 
the diminished role of the family in caring for the sibling 
with disabilities created its own set of concerns. The 
participants were concerned about the quality of care their 
siblings would receive in the future without the primary care 
of their parents. 
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  CHAPTER 5 
 
 DISCUSSION AND IMPLICATIONS 
 
     This study attempted to determine and describe current 
and possible future responsibilities accepted by six young 
adults for their adult sibling with vision and hearing 
disabilities. In addition, the concerns which these young 
adults had about their interactions with their sibling were 
explored. Data were collected in two parts. During the first 
phase, the participants were asked to complete two structured 
questionnaires, while the second phase consisted of a 
semistructured interview with each participant. An analysis of 
the participants' accounts provided a number of insights into 
both common and unique responsibilities for, and concerns 
about, the sibling with dual sensory disabilities.  
 The participants reported that their sibling experienced 
multiple disabilities ranging from moderate to profound levels 
of severity. Consequently, they displayed different levels of 
dependency. However, most had significantly high support needs 
in the areas of personal care and/or general daily living 
activities. Further, owing to the absence of support services 
for adults with vision and hearing impairments, these support 
needs were typically met within the family context. 
 On the basis of participants' reports, it was evident 
that mothers were the primary carers for the adult with 
disabilities. Fathers played some part but the major 
responsibility for the adult's daily care resided with 
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mothers. They assisted with a range of personal care and 
general daily living tasks together with accommodation 
provision, education, recreation and advocacy. Despite their 
perpetual and demanding support roles, mothers received little 
assistance from outside sources.  
 Although mothers were the major caregivers, the 
participants fulfilled an important ancillary support role. 
The participants were young adults who accepted what they saw 
as their family responsibilities towards supporting their 
sibling with disabilities. In their secondary support roles, 
the participants supplemented the assistance given by their 
parents. 
 The participants assumed different levels and types of 
responsibilities for supporting their sibling with 
disabilities. These responsibilities were directed towards 
meeting both disability-specific support needs and needs 
typically experienced by adult siblings without disabilities. 
Responsibilities associated with disability support 
requirements included assistance with respite care, 
recreation, mobility transportation, communication and 
education. Typical adult sibling responsibilities consisted of 
social contact, companionship and emotional support. However, 
these responsibilities were also influenced by their sibling's 
disabilities.  
 Numerous factors impeded the participants' capacities to 
undertake increased responsibility for helping their sibling 
with disabilities. Explicitly identified by the participants 
were their needs for distance and independence from their 
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original families, insufficient time, and their competing 
family and/or work commitments. The participants were worried 
about their inability to understand and manage their sibling's 
unacceptable behaviour and also reported difficulties relating 
to social interaction and family acceptance involving their 
sibling with disabilities. While these factors currently 
caused the participants considerable anxiety, they anticipated 
they would become even more significant in the future. 
 A second key concern for the participants was their 
awareness of future change in their support roles when their 
mothers could continue no longer as primary carers. The 
participants feared the loss of parental support in meeting 
their sibling's needs. Further, they realised their own lack 
of preparation for their future responsibilities towards their 
sibling with disabilities, and this heightened their 
anxieties.  
 Although the participants planned to undertake increased 
responsibility for their sibling in the future, this support 
would differ in intensity and type from that of their parents. 
Owing to the difficulties of incorporating these additional 
commitments into their own lives, the participants' future 
support for their sibling would be less than that given by 
their parents. Most participants predicted they would be 
unable to provide accommodation for their sibling in the 
future. Further, the participants expected their future 
responsibilities towards their sibling would differ from those 
of their parents. Some participants preferred to perform 
administrative rather than hands-on support roles while others 
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hoped that their future responsibilities would be similar to 
those between adult siblings without disabilities.  
 Despite these differences in care, the participants 
anticipated that their responsibilities would increase in the 
future. They expected to continue their present 
responsibilities towards their sibling together with 
additional commitments in the areas of accommodation, advocacy 
and finance. In undertaking these responsibilities, the 
participants were conscious of numerous potential 
difficulties. These concerns centred upon the participants' 
own shortcomings and how to ensure their sibling's welfare. 
The participants were worried by their lack of knowledge, the 
apparent absence of appropriate support services including 
supported accommodation for their sibling, and the level of 
care the latter would receive in the future. Furthermore, most 
participants were concerned about future threats to their 
sibling's financial well-being. In cases where the sibling was 
unable to manage his/her own funds, the participants were 
afraid that the law would oppose their desire to assist their 
sibling with disabilities. Additionally, the restricted life 
chances of their sibling with disabilities was a source of 
concern to most participants.   
   These findings revealed significant insights into the 
current and future responsibilities and concerns experienced 
by a small group of young adults towards their sibling with 
vision and hearing disabilities. However, the study had 
important potential limitations which require consideration. 
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Limitations 
 
 The author's personal experience as a sibling with vision 
and hearing disabilities was an important strength in this 
study because it provided an indepth understanding of both 
sibship and disability. However, it introduced some potential 
limitations to the study. A most important concern is that 
participants' biases and/or reactions toward a researcher with 
sensory disabilities and the presence of a third party, an 
interpreter to relay data using tactile finger-spelling, had 
the potential to threaten internal validity. Concern for the 
author's feelings may have led participants to gloss over some 
of the more negative aspects of their relationship with their 
sibling. Although the author was keenly aware of these issues, 
they appeared to present no problems. Participants seemed to 
express themselves openly without being overly concerned about 
the author's disabilities or the presence of an interpreter. 
The latter was well trained in neutrality and remained 
uninvolved in discussion. Also, to ensure internal validity, 
participants were asked to check the plausibility of the 
author's interpretations which were based on their relayed 
answers.  
 Another limitation was the voluntary status of 
participants. These participants may have had more positive 
experiences with their sibling who has vision and hearing 
disabilities than those who did not participate. Further, it 
is likely that, in families with more than two adult children, 
each mother nominated for participation the one who was most 
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supportive of his/her sibling with disabilities. This is a 
weakness found in other sibling research which the present 
study was unable to avoid. 
 A third limitation is related to external validity. Owing 
to the qualitative methodology and small sample size, findings 
cannot be generalised. However, the study highlights general 
patterns within the small group studied which can be 
investigated in future research to see if these patterns have 
wider significance.  
 
Discussion  
  The present study has made an important contribution to  
research focusing upon people with a sibling who has a 
disability. It attempts to extend knowledge about the 
experience of people with a sibling who has a disability both 
in terms of a specific age group and a specific disability. It 
has filled a number of key gaps that were evident from the 
literature review. Prior to this study, most research on 
sibling relationships involving an individual with a 
disability centred upon children. This study concentrates upon 
young adults. Earlier studies predominantly focused upon 
sibling dyads involving a person with an intellectual 
disability. The current study examines sibling pairs involving 
a person with vision and hearing disabilities.  
      There has been almost no research on the 
responsibilities and concerns of adults with a sibling who has 
a disability. In literature dealing with children who have a 
sibling with a disability, responsibilities have been 
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acknowledged only in general reviews of the literature or when 
researched in the context of mediators for psychological 
adjustment or effects upon social life (see Cuskelly and Gunn, 
1993). Literature focusing upon adults has referred to a 
broader range of responsibilities. However, the claims found 
in the literature have almost no empirical support. Only one 
study, Krauss et al. (1996), has directly addressed the topic 
of adults' responsibilities in relation to their sibling with 
a disability. Likewise, although general reviews of the 
literature have referred to children's and adults' concerns in 
relation to their sibling with a disability, the topic has 
been overlooked in empirical research. 
 The present study was able to confirm a number of 
assumptions made in general reviews of the literature which 
have received little empirical attention. The participants 
currently assumed, and anticipated they would assume, a range 
of responsibilities for their sibling with dual sensory 
disabilities. Seltzer and Krauss (1993) noted adults' roles in 
providing emotional support for their sibling with 
disabilities. In support of this idea, the present study found 
that most participants were currently providing some emotional 
support for their sibling with sensory disabilities, and all 
participants expected to give emotional support to their 
sibling in the future. Also, in general reviews of the 
literature, there are a number of references to adults' 
responsibilities for providing financial guidance/assistance 
to their sibling with disabilities (Powell & Gallagher, 1993; 
Skrtic et al., 1984). The current study found that all the 
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participants were willing to provide their sibling with some 
financial support in the future. Also, it was found that 
adults whose sibling had the highest support needs were 
considering the possibility of becoming his/her legal guardian 
or conservator. 
 All the participants were prepared to advocate for their 
sibling in the future if the need arose. This confirms Powell 
and Gallagher's (1993) recognition of the potential advocacy 
responsibilities adults may assume on behalf of their sibling 
with disabilities in the future. Additionally, the present 
findings were in agreement with suggestions by Carter and 
McGoldrick (1989) and Seltzer and Krauss (1993). They claimed 
that adults would assume responsibilities for the long-term 
care of their sibling with disabilities when their parents 
could no longer continue as carers. The present study found 
that most participants expected to take responsibility for the 
future care of their sibling with disabilities when their 
parents were unable to do so. 
 As well, the present study found that the participants 
experienced numerous concerns with regard to their current and 
potential future responsibilities for their sibling with 
sensory disabilities. This finding is significant because it 
provides empirical evidence to support the assumptions made by 
numbers of authors (Carter & McGoldrick, 1989; Meyer, 1993; 
Powell & Gallagher, 1993). 
 The study also revealed additional significant aspects of 
the participants' involvement with their sibling who has 
sensory disabilities. It found that, despite the 
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responsibilities assumed by the participants, they played only 
a secondary role in supporting their sibling with sensory 
disabilities. Their respective mothers provided primary care. 
This finding was consistent with empirical research undertaken 
by Zetlin (1986). Moreover, the study has shown that a major 
focus of the participants' involvement was as a support to the 
 mother rather than as an engagement in a direct relationship 
with their sibling who has sensory disabilities. The present 
study found that the participants typically demonstrated low 
levels of current involvement in daily activities with their 
sibling who has vision and hearing disabilities. Most 
participants made social contact with their sibling only in 
the course of visiting their parents. This finding is in 
contrast to research by Krauss et al. (1996) who noted a high 
level of current involvement between the adults and their 
sibling with an intellectual disability. The difference in 
findings may be due to the fact that Krauss et al. (1996) 
failed to specify whether the adults maintained social contact 
primarily with their parents or with their sibling with an 
intellectual disability.  
 As well, the current study highlighted a number of 
factors which appeared to influence the participants' 
responsibilities and/or concerns in relation to their sibling 
with vision and hearing disabilities. They indicate the 
complexities involved in the assumption of responsibility 
which the literature hitherto has tended to overlook. The 
study indicated that participants perceived themselves as 
being more confident about assuming future care-giving 
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responsibilities if their sibling demonstrated socially 
acceptable behaviours. This finding is congruent with the work 
of Krauss et al. (1996) who found that adults whose sibling 
with an intellectual disability had fewer behaviour problems 
were more likely to anticipate future co-residence with 
him/her. However, it suggests also that the perceived 
existence of behaviour problems in the sibling with 
disabilities has potentially far-reaching effects. 
 Another factor which seemed to determine the nature 
and/or amount of responsibility undertaken was whether the 
participant was male or female. Findings suggested that, while 
females may assume more hands-on responsibility, males may 
prefer more distant administrative support roles. This extends 
the findings of earlier studies which found that sisters 
rather than brothers were likely to demonstrate a high level 
of involvement with their sibling who has a disability 
(Cleveland & Miller, 1977; Krauss et al., 1996). It raises the 
possibility that gender will influence not only the quantity 
of care but also the type. 
 A further key factor that the participants identified as 
influential in determining their responsibilities for or 
causing concerns about their sibling with vision and hearing 
disabilities was related to their life events. Marriage, 
employment and children all affected the participants' 
assumption of care-giving responsibilities for their sibling 
with disabilities. This finding is in contrast to that of 
Krauss et al. (1996) who found that neither marital nor 
employment status nor the existence of children had any effect 
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upon adults' plans to co-reside or live apart. The findings in 
the study suggest that the establishment of an adult life may 
have profound implications on the level of care which can be 
provided for the sibling with disabilities. 
 This study indicates critical areas in need of further 
research. First, the study raises a methodological issue. It 
revealed some discrepancies between findings from the Sibling 
Inventory of Behavior (Schaefer & Edgerton, 1979-1981) and the 
qualitative data. Further research is needed to explore the 
different aspects of sibling relationships revealed by the 
combination of the two approaches to data gathering and 
perhaps refine or extend the Sibling Inventory of Behaviour. 
Second, the study highlights the importance of investigating 
the "intergenerational transmission of caregiving" (Krauss et 
al., 1996, p. 83) involving adults whose sibling has any type 
of disability. More studies are needed to explore the 
situation of young adults currently experiencing this 
transition. As well, research could begin to examine older 
adults who have undergone the transition in care-giving 
activities for their sibling with disabilities. The process of 
"intergenerational transmission of care-giving" (Krauss et 
al., 1996, p. 83) indicates the importance of studying 
discrete age groups because sibship responsibilities and 
concerns vary with life changes (Schwirian, 1976; Zetlin, 
1986). Third, the study shows the very real need to extend the 
analysis of sibling relationships to include the experience of 
adult siblings with disabilities. Researchers need to explore 
the perspectives of adults with vision and hearing 
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disabilities on their sibling relationships and their 
adjustments to significant changes in their life-styles that 
will occur as a function of their parents' aging.  
 This information would make an important contribution to 
existing knowledge of adult sibling relationships. One of the 
major gaps in research is the investigation of the 
perspectives of the sibling with disabilities on their sibling 
relationship. An enlightened understanding of the perspectives 
of both siblings, including the one with a disability, would 
provide a realistic basis from which to develop policy.   
 Findings of the present study have important policy 
implications. By focusing upon one disability group, it became 
evident that the participants and their sibling with sensory 
disabilities experienced certain needs in common. The 
participants' professed lack of information regarding support 
services for their sibling suggests that mechanisms for 
disseminating this knowledge to these young adults need to be 
established. Equipped with this knowledge, young adults could 
more confidently step into their future roles in relation to 
their sibling with sensory disabilities. Also, the findings 
indicate possible gaps in support services and opportunities 
for those with vision and hearing disabilities. It is critical 
that policy-makers address this issue and ensure that 
appropriate support services and opportunities for adults with 
dual sensory disabilities be made available. This would 
significantly improve quality of life for all parties, 
including aging parents, young adults and their sibling with 
vision and hearing disabilities.  
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APPENDIX A 
LETTER TO FAMILIES EXPLAINING PURPOSE OF STUDY 
4 Fincastle St 
Moorooka 4105. 
14 October 1995 
Dear Mr and Mrs - - - and Family Members,
I am writing to ask if you can provide me with the names 
of your adult children who do not have disabilities, as 
possible participants in a study I am conducting in Brisbane 
during 1996. This study is part of a Masters research project 
I am completing for the Graduate School of Education at The 
University of Queensland under the supervision of Dr. Monica 
Cuskelly. I am interested in looking at the perceptions of 
adults without disabilities concerning their experiences with 
a brother or sister who has dual sensory disabilities and the 
way these experiences have influenced their lives. 
The study will be conducted between February and November 
of 1996 and will involve selected adults participating in two 
individual interviews. Participants will also be asked to 
complete some written questionnaires. All information obtained 
will be treated in strict confidence. No names will be used in 
any reports written about the study. 
I hope the study will contribute to a better 
understanding of the needs of adults without disabilities and 
their brothers and sisters with vision and hearing 
disabilities. This will be a step toward identification of 
support needs and the establishment of appropriate services to 
meet them. A summary of the study's major findings will be 
sent to each participant at the completion of the study. 
In the near future I will be contacting you by telephone 
to see if you can provide me with the name of a person who is 
interested in participating in my study. If you are able to 
help, I shall be very grateful. Should the participant decide 
to withdraw from the study after it has begun, he/she may do 
so at any time. 
If you have any questions that you would like to raise 
about the study, I will be happy to answer them when I 
telephone. Alternatively, you could telephone Dr. Cuskelly on 
33656481. Your cooperation is greatly appreciated. 
Yours faithfully, 
Ms P. J. Harland B.A., B.Ed. 
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 LETTER TO POTENTIAL PARTICIPANTS REQUESTING PARTICIPATION 
        
       4 Fincastle St 
       Moorooka 4105. 
        
       29 April 1996 
 
Dear  
 
 I am writing to ask if you would be willing to 
participate in a study I am conducting in Brisbane during 
1996. This study is part of a Masters research project I am 
completing for the Graduate School of Education at The 
University of Queensland under the supervision of Dr. Monica 
Cuskelly. I am interested in looking at the ways adults 
without disabilities incorporate their concerns and 
responsibilities toward their brother or sister with vision 
and hearing disabilities into their own lives.  
 
 The study will be conducted between February and November 
of 1996 and will involve selected adults participating in one 
or two individual interviews. Participants will also be asked 
to complete some written questionnaires. These will be mailed 
prior to the interview and will be accompanied by a stamped 
and self-addressed envelope. All information obtained will be 
treated in strict confidence. No names will be used in any 
reports written about the study. 
 
 I hope the study will contribute to a better 
understanding of the needs of adults without disabilities and 
their brothers and sisters with vision and hearing 
disabilities. This will be a step toward identification of 
support needs and the establishment of appropriate services to 
meet them. A summary of the study's major findings will be 
sent to each participant at the completion of the study. 
 
 In the near future I will be contacting you by telephone 
to see if you are interested in participating in my study. If 
you are able to help, I shall be very grateful. Should you 
decide to withdraw from the study after it has begun, you are 
free to do so at any time. 
 
 If you have any questions that you would like to raise 
about the study, I will be happy to answer them when I 
telephone. Alternatively, you could telephone Dr. Cuskelly on 
33656481. Your cooperation is greatly appreciated. 
 
 
 
Yours faithfully, 
 
Ms P. J. Harland B.A., B.Ed. 
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APPENDIX C 
QUESTIONNAIRE 
DEMOGRAPHIC QUESTIONNAIRE 
Background Information 
All information will be treated confidentially. 
Please answer the following questions: 
1. How old are you?
a. 20 to 24.
b. 25 to 29.
c. 30 to 34.
d. 35 to 39.
e. 40 to 44.
2. How old is your brother/sister with vision and hearing
disabilities?
a. 20 to 24.
b. 25 to 29.
c. 30  to 34.
d. 35 to 39.
e. 40 to 44.
f. 45 to 49.
3. What sex are you?
a. male or
b. female?
4. Is your family member with vision and hearing disabilities
a. male or
b. female?
5. How many children are there in your original family?
6. In your family, are you the
a. first child
b. second child
c. third child
d. other? Please specify____
7. Is your brother/sister with vision and hearing disabilities
the
a. first child
b. second child
c. third child
d. other? Please specify _____
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 APPENDIX C (CONTINUED)   
  
 
8. Are you  
 a. married  
 b. single  
 c. divorced  
 d. widowed?   
 
9. Do you have children of your own? a. yes b. no 
 
10.  If so, how many? Please specify_________   
 
11. What is your highest educational qualification?  
 a. primary  
 b. secondary  
 c. tertiary/Bachelor degree 
 d. other? Please specify ____ 
 
12. What is your occupation? ____ 
 
    
13. What type of disabilities does your brother/sister have? 
Please tick any applicable disability. 
  a. vision impairment  
 b. hearing impairment  
 c. intellectual disability  
 d. physical disability  
 e. emotional disorder  
 
14. When did people identify your brother's or sister's  
vision impairment  
 a. birth  
 b. childhood  
 c. adolescence  
 d. adulthood 
 
hearing impairment  
 a. birth  
 b. childhood  
 c. adolescence  
 d. adulthood  
 
intellectual disability  
 a. birth  
 b. childhood  
 c. adolescence  
 d. adulthood  
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physical disability  
 a. birth  
 b. childhood  
 c. adolescence  
 d. adulthood 
 
emotional disorder  
 a. birth  
 b. childhood  
 c. adolescence  
 d. adulthood 
 
15. What level of severity is your brother's/sister's  
 
vision impairment  
 a. mild  
 b. moderate  
 c. severe/profound. 
 
hearing impairment  
 a. mild  
 b. moderate  
 c. severe/profound.   
intellectual disability  
 a. mild  
 b. moderate 
 c. severe/profound.   
 
physical disability  
 a. mild  
 b. moderate  
 c. severe/profound.  
 
emotional disorder  
 a. mild  
 b. moderate  
 c. severe/profound.  
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 APPENDIX D 
 
 QUESTIONNAIRE 
 
 SIBLING INVENTORY OF BEHAVIOUR (1995) 
 an Adaptation of the Sibling Inventory of Behavior 
 Fred and Eleanor Schonell Special Education Research Centre 
 Earl Schaefer and Marianna Edgerton 
 November 1979 (1981). 
 
Please write in the numbers that show how often you act toward 
your brother or sister with dual sensory disabilities in the 
way described. 
 
1 -- never 
2 -- seldom 
3 -- sometimes 
4 -- often 
5 -- always 
 
1.  Are pleased by the progress he/she makes 
2.  Show or tell him/her interesting things 
3.  Tease or annoy him/her 
4. Help him/her in any way possible 
5. Get angry with him/her 
 
6. Accept him/her as a person or companion 
7. Embarrassed to be with him/her in public 
8. Want him/her to succeed 
9. Stay away from him/her if possible 
10. Get ideas for activities you can do together 
 
11. Do things to please him/her 
12. Argue and quarrel with him/her 
13. Have fun at home with him/her 
14. Act ashamed of him/her 
15. Show sympathy for him/her when things are hard 
 
16. Cross or resentful when you must be with him/her 
17. Teach him/her new skills 
18. Say offensive things to him/her 
19. Help him/her to adjust to new situations 
20. Treat him/her as a good friend 
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21.  Try to avoid being seen with him/her 
22. Are concerned about his/her welfare and happiness 
23. Would rather be alone than interact with him/her 
24. Make plans that include him/her 
25.  Hurt his/her feelings 
 
26.  Try to comfort him/her when he/she is unhappy or upset 
27.  Complain about the trouble he/she makes 
28.  Are glad to have him/her in the family 
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 APPENDIX E 
 
 LETTER TO PARTICIPANTS ENCLOSING QUESTIONNAIRES 
 
        4 Fincastle St 
        Moorooka 4105. 
 
        19 March 1996 
 
 
 
Dear 
 
 
     Thank you for your willingness to participate in my 
research project dealing with concerns and responsibilities of 
adults toward a brother or sister with vision and hearing 
disabilities.  
 
     As part of your participation, I require your responses 
to two short questionnaires which I am enclosing along with a 
stamped and self-addressed envelope. If you can fill out your 
responses and return them to me within a few days I would be 
very appreciative. This will save our time during the 
interview and allow more time to discuss the key topic.  
 
     Once again, thank you for your support and cooperation. I 
will telephone you in the near future to arrange a convenient 
time for us to meet.  
 
 
 
 
 
       Yours faithfully, 
 
                                    
                                   Ms P.J. Harland 
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 APPENDIX F 
 
   INTERVIEW GUIDE 
 
 
The Question: 
 
How Do Adult Siblings Without Disabilities Incorporate Their 
Present and Future Concerns and Responsibilities toward their 
Sibling with Dual Sensory Disabilities into Their Own Lives?  
 
1. Nature of the disability. 
 
2. Responsibilities and Concerns 
 
(a) Practical day to day living  
 
How independent is your sibling in day to day living? In areas 
of daily living where your sibling needs assistance, how is 
that responsibility shared among (family/friends/services)? 
How much time do you spend on assisting your sibling with 
daily living? What do you do? Future: What will happen as your 
parents become older and die? Any worries, any concerns?  
 
(b) Financial 
  
How independent is your sibling financially? In those areas in 
which your sibling is unable to be completely financially 
independent, how is financial responsibility shared among 
(family/friends/services)?  
How much financial involvement have you? What type - talk, 
advise, give money/gifts or control or legal responsibility?  
The future: what kind of financial assistance do you expect 
your sibling will need in the future? What role/roles do you 
expect to play in assisting your sibling with financial 
matters in the future? Any worries or concerns?  
 
(c) Social/community involvement 
 
How much assistance does your sibling need to make or maintain 
social contact and community involvement? Who helps in this 
area - family, friends or services? How much social support do 
you provide? What type of support do you give? How much social 
contact do you have with your sibling? What kind of social 
contact or activities (vacation/recreation, enjoying a meal) 
do you share?  Future: what kind of social contact/support do 
you expect to provide in the future? Any worries, any 
concerns?  
 
(d) Emotional 
 
What kind of emotional support does your sibling need? Who 
provides it? What kind of support do you give? Future: what 
kind of emotional support do you expect will be needed in the 
future? Do you have any concerns and, if so, what are they?   
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(e) Accommodation/respite care 
 
What kind of living arrangement does your sibling have? 
Who takes responsibility for accommodation? for respite care? 
What kind of responsibility do you have? How often? Future: 
what kind of living arrangements do you expect your sibling to 
have in the future? Who will provide accommodation/respite 
care?  Any concerns?  
 
(f) Teaching 
 
Does your sibling need to be taught any skills at the moment? 
Who is responsible? What kind of responsibility do you take to 
teach or reinforce these skills? Future: what skills do you 
think your sibling will need to learn in the future? What 
responsibility do you see yourself having for helping your 
sibling acquire these new skills in the future? Any concerns?  
 
(g) Advocacy 
 
How often does your sibling attend meetings? What type of 
meetings are they? Which family members go to the meetings on 
behalf of the sibling with disabilities?  How often? Do you 
go? What role do you play? Future: what kind of meetings do 
you expect you will attend on behalf of your sibling in the 
future? Any concerns? 
 
 
3. What other responsibilities do you have in relation to your 
sibling? Please describe them?  
 
4. What other concerns would you like to raise?  Please 
describe them? genetics? 
 
5. How do these responsibilities (practical/social/financial 
etc.) fit in with your own commitments (social/family/work)? 
What about the future - how will they be incorporated into 
your own life?  
 
6. How do you feel about your present responsibilities?  
 
7. How do you feel about your potential future 
responsibilities?  
 
8. What kinds of support or help do you feel you could use 
now/future if they were available? What services need to be 
provided to improve quality of life for adults with dual      
sensory disabilities and their siblings without disabilities? 
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 APPENDIX G 
 
 LIST COMPLETED BY PARTICIPANTS DURING INTERVIEWS 
 
 List of Daily Living Activities 
 
 
Here is a list of daily living tasks. Please tick those 
activities which your brother or sister can manage 
independently.  
 
 
feeding oneself 
toileting 
bathing 
dressing 
making the bed 
house-cleaning 
laundry 
cooking 
setting the table 
shopping 
handling money 
banking 
mobility 
health care and maintenance 
communication 
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 APPENDIX H 
 
 CONSENT FORM 
 
 Regarding Participation in a Research Project 
 
 
 I agree to participate in the research project conducted 
by Ms. P.J. Harland. 
 I have read the letter explaining the purpose of the 
project and I understand that my participation will involve 
completing two individual interviews and some written 
questionnaires. 
 I understand that I am free to decline to participate. 
Furthermore, I may withdraw from the study at any time without 
prejudice. 
 I understand that I can call Ms. P.J. Harland and request 
additional information about the study. 
 I understand that no names will be used in any results or 
publications arising from the study, and that all information 
collected will be treated in strict confidence.  
 I give permission for Ms. P.J. Harland to use and publish 
the information and conclusions generated from this study if 
she feels the field of education would benefit from the 
results.  
 
 
 
Participant __________________________ 
 
 
Date ______________________ 
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 APPENDIX I 
 
 SCORING FORM 
 
 to Sibling Behavior Inventory  
 (to handicapped or younger sibling) Revised Form 11-69. 
 
 
Empathy, Concern - 1, 8, 15, 22, total 
 
Avoiding - 9, 16, 23, total 
 
Leadership Involvement - 2, 10, 17, 24, total  
 
Hurting - 3, 18, 25, total 
 
Kindness - 4, 11, 19, 26, total 
 
Anger - 5, 12, 27, total 
 
Acceptance - 6, 13, 20, 28, total 
 
Embarrassment - 7, 14, 21, total 
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 APPENDIX J 
 
 TRANSCRIPTS OF INTERVIEWS 1-6 
 
Note:  R = Researcher 
       P = Participant 
 
Interview 1 
 
28th April 1996 
 
1 R: What caused your brother's, ah, disabilities? 
 
2 P: Mum had rubella when she was pregnant? 
 
3 R: Oh, did she? 
 
4 P: Mm. 
 
5 R: Um. (pause) How independent is your brother in day 
 to day living? What is his name? 
 
6 P: Perry. 
 
7 R: Perry. OK, Perry, I thought it was. How independent 
 is Perry in day to day living? I have a list of 
 activities for you to tick. 
 
8 P: To tick? OK.  
 
 (pause)  
 
9 R: How does he communicate? 
 
10 P: Um, usually either by signing or by writing. 
 
11 R: Oh, yes. Does he use Auslan or fingerspelling? 
 
12 P: Ah, fingerspelling. 
 
13 R: Fingerspelling. I see. In the areas where Perry 
 needs assistance, how is the responsibility shared among 
 family, friends and services? 
 
14 P: Usually Mum. (laughs)  
 
15 R: Yes. 
 
16 P: Ah, Mum gets respite for about eight hours a week. 
 
17 R: Oh, does she? 
 
18 P: The rest of the time he's at home / 
 
19 R: / Who gives the respite? (pause) Where does she 
 live? 
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20 P: Ah, here in Toowoomba. She's actually going to come 
 over later. 
 
21 R: Oh. Yes. Ah, yes, ah, who gives the respite? 
 
22 P: Manuka Respite Centre. 
 
23 R: Oh. Who, who do they help? 
 
24 P: Um, well, it's independently run. They, um, usually 
 anyone that - oh well, there's a woman at work, her 
 daughter's disabled. She gets respite after school. Um, 
 usually anybody that wants it and they've got some that 
 they do, like with Perry, they have hours, certain hours 
 a day so many days a week where they have them, um, and 
 then they also have a, a house where you can get respite 
 overnight or a week or a few days at a time as well. 
 
25 R: Oh, yes. Oh, can you? And they supply a worker? 
 
26 P: Yes. He has a, a carer with him, one person that 
 takes him out for two hours three days a week. A carer.  
 
27 R: A carer? One person at a time? 
 
28 P: Yes.  
 
29 R: Mm, oh yes, oh yes. 
 
30 P: (Speaking to small child) Do you want to come in 
 here?  
 
31 R: Ah, does that worker work with one person or more 
 than one at a time? 
 
32 P: One at a time. It's one on one. 
 
33 R: Yes, one to one. I see. Ah, how much time do you 
 spend on assisting Perry with daily living? 
 
34 P: Um, usually when Mum, if Mum wants help, I, I always 
 help her out. Um, it's difficult with working and, and 
 here. I don't have much to do with him on a day to day, 
 ah, basis, but if Mum wants help at any time, she's only 
 got to ask and we, we will help out. 
 
35 R: Yes. Oh, I see. What sort of things would you help 
 out with, if you had to? / 
 
36 P: / Oh, if, um, if Mum needs a break, if she had to go 
 out and somebody's got to stay with Perry. 
 
37 R: Yes. 
 
38 P: That's usually about it. It's just if Mum needs 
 somebody to stay there with him. 
 
                                                           128 
 
39 R: In the future, what will happen, ah, as your mother 
 becomes older and isn't able to look after Perry? 
 
40 P: I really have no idea. (laughs) 
 
41 R: No. 
 
42 P: I think that, that one's, that one's put off as long 
 as possible. (laughs) There's really not much that - um, 
 Mum's, I think Mum's quite particular about what she 
 wants Perry to go to, when the day does come and there's 
 not much here for him in that regard. 
 
43 R: Um, does Perry's father live with him? 
 
44 P: Oh, yes, yes. Dad still works / 
 
45 R: / There's both of them? / 
 
46 P: / There's still Mum and Dad. Dad works so, if, um, 
 if Mum needs help at night, Dad's always there but, er,  
 during the day, it's always Mum. 
 
47 R: Oh, yes. And your mother doesn't work at all? 
 
48 P: No, no.  
 
49 R: No. Yes. No. 
 
50 P: Mum's at home. (laughs) It's a bit hard. 
 
51 R: Do you have any worries about, about the future, 
 when parents can't look after Perry? 
 
52 P: Ah, yes, yeah, I've always thought that I would take 
 him here but, um, it's, it's difficult now especially 
 with us having children. It's not as straight forward as 
 what it would have been. Um, he needs a - he's alright on 
 his own as long as there's somebody in the house but, 
 it's, um, it's not easy. It's probably not an ideal 
 situation for him. 
 
53 R: Oh, yes. I see. Why do you think that may not be 
 ideal? 
 
54 P: He has moments where he tends to get violent, um, 
 he's, he's very strong and I don't think that I should 
 place my children or myself in that situation. Much as I 
 do love him, um, I guess my children do have to come 
 first in that. 
 
55 R: Oh yes. Ah, I see, yes. 
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56 P: He'd never intentionally, he wouldn't, he doesn't 
 intentionally hurt people but he's, he is very strong, he 
 tends to push and shove and, um, I think for little 
 children it's, it's, ah, not good for them / 
 
57 R: / No, no. 
 
58 P: He's, he's, he's not understanding of children 
 either especially. He has - (To child) What, darling?  
 
59 R: Oh, yes. 
 
60 P: (To child) Are you going to clean the hallway now? 
 Well, you'll have to wait till Mummy's finished, OK? 
 
61 R: Yes, yes. Is he strong? 
 
62 P: (To child) Alright, off you go. 
 
63 R: No. (pause) How independent is Perry financially? 
 
64 P: I think he's, he's alright. Um, Mum looks after all 
 his money for him. He gets the pension and she does his 
 banking and, I think they, they, he's got money there if 
 something does happen. He'll be, he will be alright as to 
 what, if something does happen. As to what will happen, I 
 have, I don't know but I'm fairly certain Mum and Dad 
 have got him looked after for that. 
 
65 R: Ah, so he finds the pension adequate to live on, 
 does he? 
 
66 P: Ah, with being at home, I think it's, it's adequate. 
 (laughs) 
 
67 R: Ah, I see. 
 
68 P: He doesn't, he doesn't spend a lot of money. Um, 
 Mum, he pays board and anything, any of his activities 
 come out of that. It's, it's not all spent every 
 fortnight, I don't think. 
 
69 R: Oh, yes. Have you ever had to help in any way 
 managing his finances? 
 
70 P: No.  
 
71 R: No. How much, ah, so you don't advise, you don't 
 ever talk about finance? 
 
72 P: No, no. 
 
73 R: No. 
 
74 P: Mum has all that under control. (laughs) 
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75 R: Or how to spend / 
 
76 P: How to spend / 
 
77 R: / On something? Yeah. 
 
78 P: No.  (dog barks) 
 
79 R: Um, do they, do they have legal control of the 
 finances or, just because they're parents, it continues 
 on after childhood? 
 
80 P: Umm / 
 
81 R: / It just continues on naturally.  
 
82 P: I know / 
 
83 R: / They don't have to have a legal agreement, do 
 they? 
 
84 P: I don't know if they / 
 
85 R: / To look after finances? 
 
86 P: I don't know whether they've signed a legal 
 agreement / 
 
87 R: / I see. 
 
88 P: I know medically, if something's wrong, Mum and Dad, 
 they have to, well that Legal Friend comes into play over 
 that but, with his money, I really don't know. I know 
 Mum, it's all itemised and everything's in the book. If 
 somebody does want to look at it, it's all there. 
 
89 R: Oh, yes. You don't know. Ah, I see, I see. Oh yes. 
 In the future, how do you think Perry will manage 
 financially, without parents? Do you think you will have 
 a role to play there in assisting him? 
 
90 P: More, more than likely. Somebody will. Depending, I 
 guess, on the situation, somebody will have to take over 
 looking after, you know, day to day living and if, what 
 activities he wants to do. As to whether that can be me, 
 I really don't know. I would do it. But I guess that's, 
 when the day comes, I guess that's when we'll find out 
 what, what legal, where we stand legally with it. 
 
91 R: Yes. Ah, would you look after finances if you 
 couldn't look after him day to day? 
 
92 P: Yes. 
 
93 R: Are there other brothers and sisters who could help? 
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94 P: Yeah, I have two other, two other brothers. Um, one 
 lives here who does help out as well, and I have a 
 brother who lives overseas. (pause) He probably wouldn't 
 be able to help, I don't think. 
 
95 R: Oh. No, no. A long way from here! (laughs) 
 
96 P: Yeah. (laughs) 
 
97 R: Are you closer to Perry than the brother, would you 
 think? 
 
98 P: Umm / 
 
99 R: / Or both, ah, oh, I'll wait. 
 
100 P: Probably, we're probably, we're all probably about 
 the same. 
 
101 R: Oh, yes. 
 
102 P: I think Perry would come first, and then the other 
 two after him.  
 
103 R: Oh yes. I see, yes. (laughs) 
 
104 P: (laughs) I hope I'm answering them alright. 
 
105 R: Do you have any concerns about how Perry will handle 
 finances and how you will cope helping him in the future 
 with his finances? Do you think he will have enough money 
 to go into a different accommodation? / 
 
106 P: / I think he will have enough money. Um, I don't 
 think, money doesn't mean anything to him so it'll be up 
 to somebody to make sure that the right thing is done, 
 done by him, but I'd say he would have enough, to 
 whatever, wherever he goes, if something happens to Mum 
 and Dad. 
 
107 R: Yes. And you think you, do you think anyone would 
 try to find out about, ah, legal conservatorship that, 
 you know, legal control to help Perry with his finances? 
 You and your brother?    
 
108 P: Would one of them take over, do you mean? 
 
109 R: If it was available in Queensland? (pause) Yeah, 
 yeah from parents, yeah, if one of you would help take 
 over from parents, to assist him with finances. 
 
 (Dog barks) 
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110 P: Yeah, one of, I think one of us would. Um, it would 
 probably depend on what we were all doing at that, at 
 that time as to who it would be, but I'm sure out of the 
 three of us, somebody would.  One of us would definitely. 
 
111 R: I see. How much assistance does Perry need to make 
 social contact and maintain community involvement? 
 
112 P: He has really no social contact other than what Mum 
 does with him and when he goes out with respite. 
 
113 R: Oh, doesn't he? 
 
114 P: He's, ah, he likes being on his own. He's much 
 happier being on his own. He doesn't, um, he doesn't sit 
 down and have a, a conversation with anybody. He doesn't 
 really talk to anybody unless he wants something. 
 
115 R: No. He doesn't talk to people? 
 
116 P: No.  
 
117 R: Ah, he doesn't have a conversation? 
 
118 P: No.  
 
 (Dog barks) 
 
119 R: Ah, yes. So, only if he wants something. I see. So, 
 he, he is happy on his own. / 
 
 (Dog barks) 
 
120 P: / Yes, yes. 
 
121 R: What sort of recreational activities does he  have? 
 
122 P: Does he have? He, ah, plays the computer, he has a 
 computer, he has a video recorder. Um, ah, Mum quite 
 often will take him on trips. He, he will see something 
 and he will want to go, go and see that, and Mum will do 
 that. Um, he'll tell Mum if he wants to go to something. 
 Um, er, he goes, he does bowling, indoor bowling, he 
 plays, he goes to the library and gets books out. He, he 
 does a lot of reading. / 
 
123 R: / Library. Does he? He reads? 
 
124 P: Um, he likes to take photos, a lot of photos. 
 (laughs) 
 
125 R: Oh, yes. Oh. And can he manage the camera, or does 
 someone help? / 
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126 P: / Oh yes, oh no, he, he uses the camera. And he 
 knows what he's taken the photos of.  
 
127 R: Oh, when he goes on trips, he finds things to take 
 photos of, interesting things? 
 
128 P: Yes. 
 
129 R:  Does he show his photos to people afterwards? 
 
130 P: (laughs) No, no, no, they go in a scrap book and 
 that's it. (laughs)  
 
131 R: Oh, I see, yeah. (laughs) So, it's mainly your 
 mother who helps out with his activities? / 
 
132 P: / Yes. 
 
133 R: But he doesn't have much social contact? Does he 
 ever come over for meals? 
 
134 P: If they come over for tea, yes. / 
 
135 R: / Meals, family gatherings? 
 
136 P: Yes, oh yes. There's always a, a family gathering or 
 a birthday or something, he, he and Mum, he always goes. 
 
137 R: A family gathering? (pause) He always goes to family 
 gatherings, yes. 
 
138 P: Mm. 
 
139 R: So, that's, is that the main type of contact you 
 have with Perry socially, family gatherings? 
 
140 P: That's me, me? Oh no, I probably would see Perry two 
 or three times a week. 
 
141 R: Ah, probably see him, oh yes, two or three times a 
 week. Yes. Visits or meals or what? 
 
142 P: Oh, anything. Just if I'm on my way over to Mum's, 
 he's always there. And I'll go, I'd always make a point 
 of saying hello to him and, ah, seeing him. 
 
143 R: Yes. On your way to Mum's, oh yes. Mm. Do you? Does 
 he enjoy that? 
 
144 P: I really would have no idea. (laughs) Oh, yes and 
 no. (laughs) He's not one for coming out and giving you a 
 big hug or a kiss just because you've turned up. (laughs)  
145 R: Ah, I see. (laughs)  
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146 P: I don't know whether it means anything to him or 
 not. 
 
147 R: Yes. (pause) Have you ever been on holidays with 
 Perry? 
 
148 P: Yes. 
 
149 R: Oh, where did you go? 
 
150 P: The coast. We go to the beach. He likes out on the 
 beach. 
 
151 R: Oh, how long ago was that? 
 
152 P: Um, oh / 
 
153 R: / Recently? 
 
154 P: No, probably be three or four years. 
 
155 R: Oh, yes, I see, yes. In the future, what kind of 
 social support do you expect to provide for Perry? Will 
 it be the same as now or more, do you think? 
 
 
156 P: Um, I guess, depending on my situation at that time, 
 if, I really don't know what, what I would be able to 
 provide for him, depending on where he goes, and as to 
 what their arrangements are or what he does there, but he 
 would always be part of the family, and we'd, we'd always 
 make a point of either bringing, you know, taking him out 
 or, um, or doing something with him anyway, so that he 
 knew that we were always, that we were around, that he, 
 he hadn't been forgotten about.  
 
157 R: Mm, yes, things like Christmas and Easter, things 
 like that? Yes. / 
 
158 P: / Oh, yes, yes. No, it'd probably be even more, 
 even more than that /  
 
159 R: / Birthdays? 
 
160 P: Yes. 
 
161 R: Even more? Yes. Does, does this cause you any 
 anxiety, that you might have to do more in the future? 
 
162 P: No, no, no. 
 
163 R: No. Ah, what kind of emotional support does Perry 
 need? You mentioned sometimes he is violent. Does he get 
 angry? 
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164 P: Yes, that's his way of, I think, of expressing anger 
 is that, is when he gets, he tends to start, um, he 
 starts yelling and, when he's particularly bad, he'll 
 slam doors and he'll start pushing you and that. It's 
 hard to know what support like that he would need because 
 he's not an, ah, he doesn't, he's not very demonstrative 
 in that field, he doesn't really show emotion. You very 
 rarely, you very rarely see him cry or anything like 
 that. 
 
165 R: He doesn't show emotion. Mm. He does cry. He doesn't 
 cry. 
 
166 P: Not that you see, no. (laughs) 
 
167 R: Rarely. No, no. So, does anyone give him any sort of 
 emotional support? 
 
168 P: I guess Mum would. It, um, you know, we always give 
 him hugs and kisses. He always gets, um, I know when I, 
 when I see him, I always give him a kiss hello and I give 
 him a kiss goodbye. / 
 
169 R: / Oh yes.  
 
170 P: And I'll go up and I'll give him a hug, but he 
 doesn't really respond back to that. 
 
 
171 R: He doesn't really respond back. No, no. So, in the 
 future, you'll just continue like this? 
 
172 P: More than likely, yes. 
 
173 R: Just continue, yes? No more? More than likely. Yeah. 
 Do you have any concerns about, ah, Perry in the future 
 and the emotional aspects that you described before? When 
 he is violent, does it concern you? 
 
174 P: It's, it's quite distressing seeing him like that, 
 cause you want to try and help him and it's hard to, um, 
 to get through to him. You, the best, well, I find the 
 best thing for me to do is leave him alone, when he is 
 like that. Um, I guess, with other people, if he does go 
 into another situation, you worry what other people are 
 going to think about it when he is like that, whether 
 they're going to just, you know, what they're going to do 
 and how they'll react to that.  
 
175 R: Yes. So, you have a little, some anxiety about 
 other, how other people might react? 
 
176 P: Well, if he, if he, if he goes into, you know, say 
 /  if Mum and Dad died  
 
177 R: / The emotional aspects? 
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178 P: And then he goes into a home or something like that 
 and they see him acting like that, you, you worry what 
 their thoughts are going to be or how they're going to 
 react, whether they think he should be locked up or, or 
 put on more medication and just become a zombie or what. 
 
179 R: Mm. That's your main concern for the future?  The 
main one? Over emotional aspects? 
 
180 P: With that, probably, yes. 
 
181 R: We have next, this topic we have already partly 
 covered about accommodation, and Perry is living with his 
 parents at the moment? 
 
182 P: At the moment. That's right. / 
 
183 R: / I have gathered. 
 
184 P: Yes. 
 
185 R: And your parents take responsibility, sole 
 responsibility for accommodation at the moment? 
 
186 P: Mm, mm. 
 
187 R: And you also say that respite care is provided by 
 this private group?  
 
188 P: Yes. 
 
189 R: Yes. Ah, does anyone, and you also help sometimes? 
 You told me you help sometimes, if needed? 
 
190 P: Yes. 
 
191 R: To stay with him? 
 
192 P: Mm. 
 
193 R: How often would that be that you have to stay with 
 him? 
 
194 P: Oh, it's, it's just whenever Mum asks. There's no, 
 it might be, say, you know, once this week. It might not 
 be for six weeks. 
 
195 R: Oh, yes, once this week. Oh yes, six weeks, I see. 
 And you have already said you don't know what will happen 
 about Perry's accommodation and respite care in the 
 future, and it is a question you're trying to put off 
 because you don't know? Is that right? And it causes some 
 concern? 
 
196 P: Um, / 
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197 R: / You don't know what will happen / 
 
198 P: / I really don't know what's going to happen to him, 
 when, if the day comes, well, when the day comes when Mum 
 and Dad die.  
 
199 R: No, OK. 
 
200 P: I know Mum thinks about it. Whether she has done 
 something about it, I don't, I know she's not ready yet 
 to, she's not ready yet for him to go away. He'll keep 
 staying at home, for the time being anyway. 
 
201 R: Mm, yes. What sort of thing would be ideal for him 
 in the future, do you think? 
 
202 P: He needs, a, um, well I know Mum, he wouldn't go 
 into just an, er, institution as such. He needs, ideally, 
 I think Mum would like him to go into a family where 
 there's a couple or people that look after them all day 
 every day, not just they do it on their own and somebody 
 just comes and checks on him because he's not capable of 
 doing that.  
 
203 R: Oh, yes, not capable. Oh yes. Would it be something 
 like a group home? (pause) A group home with supervision? 
 
204 P: A group with sufficient supervision, depending on 
 what that group home was like. 
 
205 R: Yes. Does Perry need to learn any new skills at the 
 moment? 
 
206 P: I think he's probably got all that he can, that he 
 can do. He just needs, ah, he needs somebody there to 
 remind him to do, to do things. Ah, if it's time to take 
 a bath, somebody's got to tell him to take a bath. If 
 it's time to eat, you've got to get him to sit there and 
 eat. He doesn't just come down and does it of his own 
 accord. (laughs) 
 
207 R: No, no. So you think his skills need to be 
 reinforced but you don't think he really, he's really 
 needing to learn other skills at the moment? 
 
208 P: I don't think he needs to learn other skills, he's / 
 
209 R: / You think he's got all he can? 
 
210 P: I think he's got all he can. I don't think he's 
 capable of, um, doing any more than what he does. 
 
211 R: No, you don't think he's capable of doing any more? 
 / 
 
212 P: / Not, not in day to day. 
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213 R: Not in day to day living. 
 
214 P: No. 
 
215 R: How would he be learning more communication skills? 
 
216 P: I think it would be wasted, personally. (laughs) I 
 don't think he's interested. 
 
217 R: Ah, yes. You don't think, no, he's interested. Yeah, 
 yeah, I see. You don't think he really is motivated to 
 learn more communication? 
 
218 P: No, I think, he's, he's quite happy being on his 
 own, um, being in his room, doing what he does every day. 
 I think other people around him tends to get on his 
 nerves after a while. I guess you'd say he's a loner. 
 
219 R: (laughs) Oh, is he? Oh. Is he fully occupied? 
 
220 P: Oh, yes, yes. He's always watching TV or playing 
 with his computer. 
 
221 R: Mm. So you don't find that you have ever had to help 
 teach or reinforce him in any, any way? 
 
222 P: No. 
 
223 R: No, no. And, in the future, you don't think, no. So 
 you were saying that probably in the future, he's 
 probably not going to be capable of learning any new 
 skills? 
 
 
224 P: He's probably capable of learning new skills, he, 
 he's quite intelligent. 
 
225 R: Oh, he's probably capable. 
 
226 P: He, he is capable. As to whether he wants to, / 
 
227 R: / He's intelligent, oh yes. 
 
228 P: Wants to learn anything along those lines would be 
 the question, I think. 
 
229 R: So, if he was motivated, you think he could learn 
 something? / 
 
230 P: / If he was interested, yes. 
 
231 R: If he had motivation? 
 
232 P: Yes, yes. If he was interested, he'd certainly jump 
 at it, I think. 
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233 R: I see. Mm, jump at it, mm. If you noticed he was 
 keen to learn something, do you think you would play a 
 part in helping him find a place where he could learn 
 this skill? 
 
234 P: Yes, yeah, if the time / 
 
235 R: / Or maybe teach him? 
 
236 P: Yes, if it was, if the situation was right and I, I 
 was able to, yes. 
 
237 R: Yes. Able to, yes. Do you think you would attempt to 
 teach any yourself, if he wanted to learn it and 
 something you knew about? 
 
238 P: Yes, if I could, yes. 
 
239 R: Yes. If you could, yes. Mm. Have you any concerns in 
 this area? 
 
240 P: Probably only that, if he does go into a home or 
 something, that he is looked after. Um, I know Mum has 
 fairly high standards with him at home and I think we'd 
 like that to continue into whatever situation he does go 
 into, that he still, you know, he has, he has a bath 
 every day and that he's, you know, he's clean and he's 
 shaven. He, he goes out to The Villas, um, occasionally 
 and the care there is not as good as what it is with the 
 private place that he, where he gets the respite over the 
 weekends or at night.  
 
241 R: Villas? 
 
 
242 P: The Villas. Ah, that's run by the, the, Family 
 Services or I.D.S., or whatever they call themselves now. 
 (laughs) 
 
243 R: What is that? Villas? 
 
244 P: The Villas, yeah, we just call them The Villas here. 
 There, um, it's another respite but it's state run.  
 
245 R: Is that because his disabilities are different to 
 the others? 
 
246 P: No, I just think their level of care is different to 
 what it is if it's, they don't, either they're not 
 interested or they just don't have the time to, to do it. 
 I think there is, it's just like a lot of things, state 
 run and private run is different. There is, there is a 
 difference. 
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247 R: State run. Yes. A difference. How much time does he 
 have with the state one? 
 
248 P: I think Mum gets about four weeks a year. 
 
249 R: Four weeks a year, oh yes. When you say your mother 
 has high standards, you mean her standards of care for 
 Perry? 
 
250 P: Yes. Yes.  
 
251 R: I see. 
 
252 P: That you're not running around in your pyjamas all 
 day, that you, you know, you get dressed after breakfast 
 or before breakfast, that you, you look after yourself. 
 
253 R: (laughs) Oh yes. 
 
254 P: Um, that, that sort of thing.  
 
255 R: Oh, that sort of thing, yes. Has Perry ever had to 
 attend meetings? 
 
256 P: Um, when you say meetings, what do you mean by 
 meetings? 
 
257 R: Yes, well, yes, well, what I have in mind is the 
 type where he is applying for more services, like 
 advocacy, advocating for a better quality of life. 
 
258 P: Oh, that would, Mum would do all of that. He might 
 come along and sit  / 
 
259 R: / Oh, Mum. 
 
260 P: Mum would do that. He, he might go along and sit 
 there but he, he wouldn't say anything and he, he would 
 only just sit, sit there. He certainly wouldn't, um, join 
 in, join in the conversation or anything.   
 
261 R: But he has been maybe with your mother? 
 
262 P: Oh, yes. Yep. He has. 
 
263 R: Have you ever had to go? 
 
264 P: No. 
 
265 R: No. Um, how often would your mother have been to 
 those types of meetings? 
 
266 P: I really would have no idea. 
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267 R: No. I see. What role do you expect you might have to 
 play in the future in advocating for Perry and services, 
 in attending meetings on his behalf? 
 
268 P: Whatever, if I, I were doing it, whatever it would 
 take to, to do it. 
 
269 R: Yes, I see. Do you have any concerns, about having 
 to do this at the meetings? 
 
270 P: No, no, no, I would do it. (laughs)  
 
271 R: Well, what other responsibilities do you have in 
 relation to your brother? 
 
272 P: None really. Mum does it all. (laughs) None really, 
 no. No, only like if Mum needs help, I just jump in and 
 help her out, if she needed something done. Um, But Mum's 
 always been there and she's always done everything for 
 him. I suppose because she's got the time, well, she's 
 got time, as such (laughs) to do it. I guess it's just 
 been easier for her to do it all and to look after him 
 and to, to do all the running around with him. 
 
  (To child) Are you going to come into the kitchen? 
 Are you going to bring Grandma out here? Do you want to 
 bring Grandma out here to meet Penny and Sue? 
 
273 R: Mm. Easier because you have a child and husband? 
 
274 P: Yes, well, she's got, Perry's, Perry's the only one 
at  home now. Um, I work full time and I / 
 
275 R: / At home, is he?  
 
276 P: And it's hard / 
 
277 R: Oh, really? Full time? 
 
 
278 P: (laughs) Yeah, full time. So, life's rather busy for 
 us / 
 
279 R: / It must be hard to fit everything in. 
 
280 P: Very very difficult, very very difficult but, um,  
 at this, at this stage, Mum, Mum does everything. I 
 can't, I can't see that changing in the, in the future, 
 in the near future as yet, mainly because of each of our 
 situations and what we're doing and that. 
 
281 R: What does your husband do? 
 
282 P: Ah, he works in a hardware store. He's, ah, a 
 purchasing manager. 
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283 R: Mm, does he? Full time? Oh, is he? What happens to 
 Martin when you go to work? 
 
284 P: Well, at the moment he goes to Grandma's during the 
 week. (laughs) I'm, I'm about to finish work. Before, ah, 
 we've, we've just had a situation come up where, where 
 the lady that did look after him, her mother's sick and 
 she's had to go and look after her, um, and I'm due to 
 finish work in about three weeks to go on maternity leave 
 to have another baby so, just to tide us over with that 
 short time, Grandma has jumped in and is looking after 
 grandson. 
 
285 R: Oh, are you, ah? Just in the meantime, Grandma? 
 
286 P: Yes. 
 
287 R: Is helping? (laughs) Mm. You are lucky. 
 
288 P: Mm, but, before that, it was a, he was going to a 
 carer every day. 
 
289 R: Yes, a carer every day. Are you on maternity leave 
 yet? 
 
290 P: In about three weeks. 
 
291 R: Three weeks. In three weeks' time? 
 
292 P: In three weeks time (laughs) I'll be leaving work 
 again. 
 
293 R: When is the baby due? 
 
294 P: Ah, mid August. 
 
295 R: Oh, that's not long. (laughs) 
 
296 P: No. No, it's not long at all. (laughs) 
 
297 R: What other concerns would you like to raise in 
 relation to, ah, your responsibilities towards Perry now 
 or in the future? Please describe them if you can think 
 of any. 
 
298 P: Mm, just that, I guess, the right thing is done by 
 Perry. 
 
299 R: Yes. 
 
300 P: Um, that he's not labelled as a number, I guess, and 
 that he's looked at, looked after as being a person and, 
 and that he's, he's able to do things and not just shut 
 in a room / 
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301 R: / As a person. (pause) That would concern you, that 
 he has a good quality of life? 
 
302 P: Yes, yes.  
 
303 R: Treated like a real person? 
 
304 P: Yes, yes, yes.  
 
305 R: Concerned for his welfare? 
 
306 P: Yeah, mm. 
 
307 R: Yes. How does your husband react to Perry? How does 
 your husband get on with Perry? 
 
308 P: Um, Damien's most supportive of the situation, um, 
 he's never, he's, how can I put it? (laughs) Um, if we've 
 ever had to look after Perry or had Perry stay here, he 
 has never said no, that he's not able to. Um, Perry is a 
 part of our life as much as what, ah, what it was when I 
 was living at home before I got married.   
 
 (To child) We're talking about Uncle Perry. 
 
309 R: Ah yes. Damien said that? He's a part of our lives? 
 
310 P: Well, yes, he's, he's, Perry's a part of my life and 
 comes across into my married life, and I'm not going to 
 stop having anything to do with Perry just because I'm 
 married, you know.  
 
311 R: Mm. Into your marriage? Married life? 
 
312 P: He's a part of my life and that, I guess I'm lucky 
 that he's, he will, he accepts that and that he, um, has 
 never said, no you can't, you know, he can't do that, or 
 that he can't come here. I probably wouldn't have married 
 him if he had said that! (laughs) I couldn't have. 
 (pause) And he helps out when he's able to as well. 
 
313 R: Does he, mm. I see, I see. 
 
314 P: Yeah, he's quite good, he's good. (laughs) 
 
315 R: Have you and Damien ever been, been concerned in 
 case you were to have a child with a disability? 
 
316 P: No, we would accept it. We, we have talked about it. 
 If something did happen, um, we would accept that, and 
 just cope with it the best that we can. 
 
317 R: Yeah, as you could. Mm. Did you find the experience 
 of growing up with a brother with disabilities easy or 
 difficult? 
 
 
                                                        144 
 
318 P: Um, (pause) I really can't remember. (laughs) It's 
 that long ago. (laughs) 
 
319 R: I see. 
 
320 P: I don't remember much of it. I don't think our life 
 was, ah, was any, any different. I guess it had to be 
 different to a certain extent but I really don't think we 
 were ever deprived or, um, missed out on anything because 
 of Perry. / 
 
321 R: / Different to a certain extent, mm. Oh, didn't you? 
 Anything. 
 
322 P: Um, (pause) I guess because he's always just been 
 there, it's always, you've just accepted that, that 
 Perry, Perry is there. (laughs) 
 
323 R: I see. Well, how do all these responsibilities, ah, 
 that you have mentioned, the way you help Perry when you 
 can from time to time, how do all these fit in, ah, you 
 have already, wait a minute, you have already answered 
 this but I will just check I have covered it all. Anyway, 
 how, all these responsibilities you have mentioned, how 
 do they fit in with your own commitments, social 
 activities and family and work? You have already answered 
 in various places, but is there anything else we should 
 discuss about it? 
 
324 P: Um, probably not. I'm just, if Mum wants help, I'm 
 just, I feel, because of all that she does for us, that 
 I'm only too willing to help her out if she ever wants 
 any help, be that, um, taking time off from work to look 
 after him, which I have done, ah, having him stay 
 overnight which he quite often, he has in the past stayed 
 here overnight with us. / 
 
325 R: / Oh really. 
 
326 P: (laughs) Whatever needs being done. I jump in and 
 help Mum whenever possible. 
 
 
327 R: Oh, yes. Mm. I see. Well, the next question you have 
 also nearly answered, but I'll check, but in the future, 
 you are not really sure how your responsibilities towards 
 Perry will be incorporated into your life? / 
 
328 P: / No. 
 
329 R: Because you don't know what your situation will be. 
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330 P: No. That's right. We don't know where, what Perry 
 will be doing or where we will be but, if whatever, if 
 possible, we'll certainly be a part of it and do what we 
 can with him. 
 
331 R: A part of it. Mm, yes. How do you feel about your 
 present responsibilities towards Perry, what you do now? 
 
332 P: What I do now? Um, I wish I could do more for Mum 
 because she, she does do an awful lot. She doesn't get 
 much of a break from him. Not, not that he's any, any 
 trouble but, if she wants to go out somewhere, it, it 
 tends to get a bit difficult. Ah, if she has to go to a 
 funeral or something like that, it, it makes it a bit 
 difficult as to whether she can attend or not. So, ah, 
 just things like that. He goes shopping with her. If she 
 goes shopping, he always goes shopping with her. Um, 
 she's never let it, she doesn't let it stop her in what 
 she does. Um, I guess he's just a, a fixture that comes 
 along with us (laughs) if we go somewhere. 
 
333 R: Ah yes. 
 
334 P: (laughs) I guess it's like taking a child with you 
 somewhere. You've always got to remember that he's there. 
 (laughs) 
 
335 R: Yes. (laughs) How do you feel about your potential 
 future responsibilities? 
 
336 P: OK. No hassles. Ok, no hassles with, with what it 
 might be. 
 
337 R: No, no. Ah, what kinds of support or help do you 
 feel you could use now or in the future, if they were 
 available? 
 
338 P: For me? Um, / 
 
339 R: / In relation to Perry? 
 
340 P: For me, nothing. I, I don't, um / 
 
341 R: / Nothing?  
 
342 P: Nothing.  
 
343 R: No. 
 
344 P: Um, we manage with what I do with, with him. We 
 manage, we manage. Um, things may change in the future 
 depending on again that situation as to where we are and 
 as to where Perry is. Um, I don't see that there's any, 
 anything that I need at the moment like that. 
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345 R: No. Do you think, is, do you think Perry might want 
 a job one day?   
 
346 P: No. 
 
347 R: Sort of supported employment? 
 
348 P: No. 
 
349 R: No. 
 
350 P: No, no. He worked out at the, er, Endeavour Workshop 
 for a while. Um, I'm not, I'm not sure how long it was 
 for / 
 
351 R: / Oh, did he? 
 
352 P: Maybe twelve to eighteen months. It might even have 
 been a bit longer. Ah, he ended up having to leave there 
 because he couldn't cope with being at, at work all day, 
 like, the full day, the whole seven or eight hours a day 
 that it was, or however, I'm not sure how long it was 
 during the day. Um, it got too much for him in the end so 
 he, Mum ended up having to take him out of, of that. 
 
353 R: He got, did he get too tired? 
 
354 P: He got too tired, and he started, um, having fits or 
 turns out there, um, and they didn't know what was going 
 on, whether something was happening out there. Fits, oh, 
 we, we used to call them fits, um, um / 
 
355 R: / What sort of fits? 
 
356 P: He, he'd get, he'd start getting really angry and 
 start throwing things around and, and pushing people.  
 
357 R: Oh, yes, yeah. 
 
358 P: And, and it just got too much. It was, it was 
 happening all the time and it was easier for him to, to 
 leave than for it to keep going because they didn't know 
 why it was going on, whether something was happening out 
 there that he didn't like, that he couldn't, that he 
 couldn't tell us or, or what we really don't know, but 
 he's, he doesn't go out there any more. He hasn't, it's 
 probably been three or four years since he's been out 
 there. 
 
359 R: That's when it started? Mm. That's when he started 
 to get angry more often, when he was working? 
 
360 P: Um, it became, it, yeah, it got more, um, more 
 frequent. 
 
361 R: More frequent? 
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362 P: More frequent. 
363 R: So, at the moment, there are no services you think 
would help. What about in the future? Do you think that 
maybe he will need suitable accommodation in the future? 
364 P: He'd need accommodation, um, he would need something 
to, that he could do either each day or, or, er, a couple 
of days a week to get him out of the place, um, so that 
he was, he was doing something so that he, he just wasn't 
stuck in a room all day. Um, I guess the hardest part is 
not, is knowing, um, is, is knowing what is around, is 
knowing what is available. 
365 R: Mm. Yeah. Yes, it, it can be hard to find out. 
366 P: Yes, it's very hard to know what's around (laughs) 
or what, what there is he can do. 
367 R: What there is. 
368 P: Mm, as in, you know, different / 
369 R: / Can do. Mm. 
370 P: What activities he is able to go to / 
371 R: / Is there anyone who gives advice? What activities 
he can go to, mm. Is there anyone who can give that type 
of advice? 
372 P: Um, well, (pause) I, I don't know, I know, well, 
with when he goes out to, to Manuka a couple of days a 
week, he works out where he wants to go and that's what 
they do with their days. Um, I'd say they'd probably, if 
they know of something that he can do, they'd, they'd 
certainly mention it to Mum and she would take it from 
there as to whether he'd want to go to it or not. 
373 R: Oh, yes. Yes. Mm. Well, I think, well my main 
questions I think I have covered, but I hope I haven't 
forgotten anything. 
374 P: (laughs) Oh, well, we're here. We're not far away. 
(laughs) 
375 R: (laughs) I'm very happy with the information 
provided. 
376 P: Oh, good. 
377 R: It's been a great help. 
378 P: Good. I hope I've answered what you want. / 
379 R: / You've been very helpful. 
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380 P: (laughs) That's good.  
 
381 R: Very very helpful. 
 
382 P: Oh, good.  
 
383 R: Very well. 
 
384 P: Good. That's good. 
 
385 R: You have been very thorough. Thank you. (laughs) 
 
386 P: That's good. 
 
387 R: And I have until the end of the year to finish this 
 project and / 
 
388 P: Oh, good. Have you got many more to interview? 
 
389 R: I'm planning to send you a copy of the findings. / 
 
390 P:  / Oh, excellent. / 
 
391 R: / When I have it all finished. 
 
392 P: Oh, good, good. That, that'll be really good. I'll 
 look forward to seeing that when it's done. 
 
393 R: I interviewed three other siblings so far. 
 
394 P: And have you got many more to go? 
 
395 R: A few more. Definitely one booked in for an 
 interview, ah, the sixth one has answered questionnaires 
 but we haven't made a time yet. / 
 
396 P: / Oh, good. 
 
397 R: And the seventh one hasn't replied yet. (laughs) 
 
398 P: (laughs) Oh well, if they're slow like me. It took 
 me a while to reply. (laughs) No, that's good. Any, 
 anything else you want to know, just, just let us know 
 and I'll see what I can do. If there's anything else I 
 can answer. 
 
399 R: Ok. Thank you, but I can't think of anything else at 
 the moment. (laughs)  
 
400 P: Do you want another drink? 
 
401 R: How do you think, oh, yes, how do you think that 
 Martin will get on with Perry later? 
 
 
                                                       149 
 
402 P: Oh, they have a bit of a love-hate relationship at 
 the moment. (laughs) Martin wants everything of Uncle 
 Perry's, because Uncle Perry, yes Uncle Perry has good 
 videos and good books that Martin likes to read, but 
 Perry is very possessive of, of his books and videos. So, 
 it'll be interesting to see. 
 
403 R: (laughs) Possessive? 
 
404 P: Very. Um, oh, he's, he always goes up and says hello 
 to Uncle Perry. He always talks about Uncle Perry.  
 
405 R: Hello.  
 
406 P: Um. Yeah, he / 
 
407 R: / Oh, does he? 
 
408 P: Yeah, he always, he goes up to his room and wanders 
 around in his room and, um, tries to, ah, he always says 
 hello and Perry, of course, never answers back. (laughs) 
 So, I can imagine sign language will become Martin's 
 second language. 
 
409 R: How old is Martin? 
 
410 P: He's two and a half. 
 
411 R: Oh, two and a half. Mm. 
 
412 P: Yeah, so he's, but he certainly know, knows who his 
 Uncle Perry is. 
 
413 R: Did you say second language? 
 
414 P: Yes, yes.  
 
415 R: Ah, sign language. What was it you said about sign 
 language? Oh, it would be Martin's second language. Oh. 
 (laughs) Do you plan to teach him when he's a bit older 
 to sign? / 
 
416 P: / Oh yes, we, we've started, we've started on basic  
  things already, yeah.  
 
417 R: Oh really! 
 
418 P: Yeah, he can quite often / 
 
419 R: / Have you really? (laughs) 
 
420 P: There's been times he's come out, he's been messing 
 around and we've worked out that he's been trying to 
 sign, trying to sign to Perry. (laughs) 
 
421 R: Trying to sign. He's very young to pick it up. 
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422 P: Yeah. Oh, well, we'll, we'll practise, we'll keep 
 practising with him. (laughs) 
 
423 R: Yes. Practising. Mm. Very interesting.  
 
424 P: We'll keep going. We'll keep going. (laughs) 
 
425 R: Yes. That covers everything. 
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Interview  2 
 
8th May 1996 
 
1 R: Ah, before we start the interview, ah, do you have a 
 second family member with other disabilities? 
 
2 P: Yes, I've got a little sister. 
 
3 R: Yes. What, what sort of handicap does your other 
 family member have? 
 
4 P: Margaret has got cerebral palsy. 
 
5 R: Oh, yes, well, for this interview, I will understand 
 you have the other, other member, but can we use the one 
 you did the questionnaire on, the one with, yes, vision 
 and hearing disabilities? 
 
6 P: Mm, hm. 
 
7 R: Yes, ah, as all my participants have a sibling with 
 vision and hearing disabilities, but I understand you 
 have the other sister and am very, very interested too. 
 Yeah, OK, yes. Um, does Jane have some physical 
 disabilities as well or health problems? 
 
8 P: Yes, she's got, um, diabetes and thyroid / 
 
9 R: / Oh, thyroid. 
 
10 P: Um, trying to think, and she had heart problems when 
 she was younger. 
 
11 R: Yes, oh, yes, oh, yes. What caused her disabilities? 
 
12 P: Um, the thyroid and the diabetes are hereditary / 
 
13 R: / Yes. / 
 
14 P: / and the heart problem, um, I think was something 
 from birth. 
 
15 R: Mm, from birth, yes. And the hearing and vision 
 disabilities? 
 
16 P: That was from Rubella. 
 
17 R: Mm, yes, what caused it? 
 
18 P: Rubella. / 
 
19 R: / Rubella, I see. OK. And how independent is Jane in 
 day to day living? 
 
20 P: Very independent, um, / 
                                                        152 
 
21 R: / Very independent. / 
 
22 P: / She looks after herself as well as helps in the 
 house, and she can get herself to shopping or wherever 
 she wants to go, um, as long as she can get there by cab. 
 
23 R: Yes. Oh, does she?  
 
24 P: Yeah. 
 
25 R: By cab? Can she use public transport? 
 
26 P: She can use trains but, (laughs) but she doesn't, 
 um, use buses because buses don't come out to our house. 
 
27 R: Oh, oh, don't they? 
 
28 P: No.  
 
29 R: I see, yes. Too far away? 
 
30 P: Yeah, too far away the bus stop is, yeah. 
 
31 R: Has someone ever driven her to the bus stop? 
 
32 P: No. (laughs) 
 
33 R: No, too far? 
 
34 P: It's easier, it's easier just to drive her to town. 
 
35 R: Mm. Oh, oh. Who drives her to town? 
 
36 P: If I'm at home, she'll go with me, if I'm going into 
 town, um, or on a Saturday, she might go with Mum. 
 
37 R: Yes, yes, yes, I see. Ah, so, apart from that, she 
 doesn't need much help, apart from being driven? / 
 
38 P: / Um, yeah, yeah, she, she basically looks after 
 herself. 
 
39 R: Mm. Herself. 
 
40 P: The only, the only problems she can have is if, 
 sometimes if she needs to go out at night time, we're a 
 bit more wary of her doing it by herself. 
 
41 R: Mm, oh yes, at night? 
 
42 P: Yeah. So, one of us will normally take her if 
 somebody isn't picking her up. 
 
43 R: Herself, mm, will take her, mm, if not being picked 
 up, mm, yes. How does, how does Jane manage style and 
 dress, choosing her clothes? Can she do that? 
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44 P: She can, ah, but sometimes they're really daggy. 
 (laughs)  
 
 
45 R: (laughs) 
 
46 P: But she's a grandmother hen sometimes. 
 
47 R: Yes, oh. (laughs) Do you ever advise her with her 
 dress and fashion? 
 
48 P: Some, sometimes if it's for something, um, other 
 than just wearing around clothes. If it's, like a good 
 going out dress, she'll normally ask either myself or Mum 
 for an opinion. 
 
49 R: Yes, oh, opinion, does she? 
 
50 P: Yeah. But I do the same to her and Mum too, so 
 (laughs). 
 
51 R: (laughs) Yes. So, do, do any other family members, 
 friends or services help her with little things, like 
 independence? 
 
52 P: Um, that's a good question, um, I don't know. 
 
53 R: Do your parents help her much? 
 
54 P: Oh, Mum and, yeah, everybody at home does.  
 
55 R: Mum, yes. 
 
56 P: Um, we've got brothers in Sydney. / 
 
57 R: / Everyone at home does, I see. / 
 
58 P: / I've got three brothers in Sydney, that live in 
 Sydney, and, um, she will go down for holidays with them 
 and they will take her out while she's down there, um, 
 but apart from services, she doesn't really use that much 
 with Social Security or anything apart from, you know, 
 your pension and your taxi vouchers. 
 
59 R: Yes, oh, yes, oh, yes. Are the taxi, taxi vouchers 
 adequate support? 
 
60 P: They help, I think they help her a lot because that 
 is her main transport during the week. 
 
61 R: Yes, transport, yes, the week, I see, mm, yes. 
 (pause) So, you, how much time do you spend on assisting 
 Jane through the week, about? 
 
62 P: Not, not very much at all, / no. 
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63 R: / No, not much, OK. 
 
64 P: We help, I help with the housework but no more than 
 what you'd normally help. 
 
65 R: Mm, housework, mm, yes, I see.  
 
66 P: She's better than some of the flatmates I used to 
 have. (laughs) 
 
67 R: Um, if your parents were not around to help out, do 
 you think your role, ah, would continue to be, ah, one to 
 help Jane where needed? 
 
68 P: I think so. Um, we've often talked about it, what 
 would happen, um, and, um, like, everyone's agreed that, 
 if something happened to Mum and Dad, that the house 
 would stay here and just whoever lived here would keep up 
 the maintenance so, yeah, I wouldn't leave her here on 
 her own, because you never know if she's going to have a 
 diabetic turn. 
 
69 R: I see, mm, oh, I see, mm, oh, yes, mm, I see, yes. 
 So, are those your main concerns, like, if you were 
 staying here and sort of a supervising or sort of being 
 around to keep an eye out for Jane? 
 
70 P: It, it would be more / 
 
71 R: / It would, you would, one concern would be should 
 she have problems with a diabetic turn? 
 
72 P: That, that would be a main concern more than her 
 sight and hearing / 
 
73 R: / Yeah, the main concern / 
 
74 P: / um, / 
 
75 R: / I see / 
 
76 P: / but it would be more company rather than 
 supervise. 
 
77 R: Yeah, more than sight and hearing, I see, oh yes, 
 company, than support, yes, supervising, yes, equal 
 basis. 
 
78 P: Yeah. 
 
79 R: An equal basis? 
 
80 P: Yeah. 
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81 R: Yes. Ah, does anything else concern you about the 
 future, if your role to help Jane, ah, ah, was increased, 
 like if you had more to do in the future? 
 
82 P: I haven't really thought about it too much. Um, Jane 
 would probably be able to look after herself, um, and do 
 a lot of volunteer work, um, that would keep her 
 occupied. 
 
83 R: Yes, mm. 
 
84 P: Occupied? Yeah. (laughs) 
 
85 R: How does, does she have a job, paid job, would she 
 ever like a paid job? 
 
86 P: No. 
 
87 R: No. She doesn't want one? 
 
88 P: She had one once and I don't think she liked it very 
 much. The only other work she does is she teaches 
 children to play the piano. 
 
89 R: Mm, what was it? 
 
90 P: And she studies her piano herself. 
 
91 R: Oh, does she? 
 
92 P: Yeah. 
 
93 R: Does she, mm, piano, oh, does she, mm? She can hear 
 enough for some music? 
 
94 P: Yes. 
 
95 R: Mm. Ah, how independent, oh, does her pension 
 adequately meet her needs? 
 
96 P: I think, I think it does, um, while she's living 
 with the family. I think living on her own she would find 
 it a lot harder. She's never lived away from Mum and Dad. 
 Um, but yeah, she's managing to, you know, do little bits 
 of jobs here and there and get paid for it as well, and 
 it helps her go on, um, holidays. 
 
97 R: Yes, yes, yes, oh, yes. Did you say she helps the 
 holidays? 
 
98 P: The money that she works for helps. She will work 
 for Dad or sometimes, if I'm really busy with work, I 
 don't have time to wash so Jane will do my washing and 
 I'll pay her to do it. 
 
99 R: Oh yes, oh, I see, mm, oh, I see, yeah. 
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100 P: It's not fair otherwise, I don't think. 
 
101 R: Oh yes, mm, yes, I see, mm. So that helps her too, 
 so she has more for her holidays? 
 
102 P: Yeah. 
 
103 R: So you help her that way? 
 
104 P: Yeah. 
 
105 R: Mm, yeah. Do you ever just give gifts (pause) if 
 she's short of money? 
 
106 P: Well, if she's ever short of money, she knows she 
 can ask any one of us, um, and sometimes if I'm short, I 
 end up asking her (laughs) but, um / 
 
107 R: / I see, yes. / 
 
108 P: for, for Christmas and her birthdays, if she's 
 trying to save up, then, um, she normally says, you know, 
 just give me money instead of a present. 
 
109 R: Mm, I see, instead, yes, a present, mm. 
 
110 P: Yeah. 
 
111 R: Yes. Can she identify all her money herself? 
 
112 P: Yes, yes. 
 
113 R: Yes. She has some sight? 
 
114 P: She has sight, um, while wearing her glasses. Um, 
 it, it is still only short sight but it is enough, it is 
 enough for her to get around without a cane. 
 
115 R: Oh, yes, enough, mm, get around, oh yes. 
 
116 P: Especially if she's, um, where / 
 
117 R: / A cane? Oh, yes. / 
 
118 P: / where she knows, like, places that she knows. 
 
119 R: Mm, she knows, yes. And does, does she ever need 
 financial advice from family? 
 
120 P: No, Jane is a scrooge. (laughs) 
 
121 R: Signing forms for pensions? 
 
122 P: No. 
 
123 R: (laughs) No. (laughs) 
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124 P: She can, she can handle herself with that very well. 
 
125 R: Yes, can she? 
 
126 P: Yeah. 
 
127 R: Very well. So, you don't expect to have very much, 
 um, responsibility in assisting her financially in the 
 future? 
 
128 P: Not, not at this point of time, no. 
 
129 R: No. Is she, yeah, if she lived away from home, is 
 your main concern that whether she'd have enough finance 
 to maintain herself? 
 
130 P: Yeah, that, that would depend on whether she was 
 living in, um, how do you say it? Um, oh, I'm thinking 
 now. (pause) Um, like, like old people's homes. Um, what 
 do you call them? Sharing? No, not sharing accommodation. 
 
131 R: Yeah, homes, yes. She wouldn't be interested, is she 
 interested in that? 
 
132 P: Not really, no. 
 
133 R: (laughs) No. 
 
134 P: I can see myself in years to come with Margaret and 
 Jane still living with me. (laughs) 
 
135 R: Yeah, to come, mm, yes, yes, oh. How will that fit 
 in with your own life, if you married and had children? 
 
136 P: I'd build her a granny flat. (laughs) 
 
137 R: (laughs) A granny flat, you'd build. (laughs) For 
 both of them? Jane, yes, for Jane? A granny flat? 
 
138 P: Yeah. I think, I think, if I was married with my own 
 children, she'd be more of a help. 
 
139 R: Yes, yes, mm, yes, yes. I'm moving on. (pause) How 
 much assistance does Jane need to make or maintain social 
 contact and community involvement? 
 
140 P: She, she needs a little bit of a push sometimes, 
 because she likes living in her own world, um, but once 
 she gets used to something, like, she's joined in the 
 local choir and she does that by herself, and quite 
 enjoys it. It's just giving her a helping push to start 
 with, cause she's just naturally shy. 
 
141 R: Oh, yes, mm, yes, oh, is she? 
 
142 P: Yeah. 
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143 P: Naturally shy? 
 
144 P: Yeah. She doesn't get it from me? (laughs) 
 
145 R: Is she confident? 
 
146 P: No. 
 
147 R: No. Not from me. (laughs) Yeah. Do you try to 
 encourage her socially? 
 
148 P: Yeah, I tell her to get outa my face! (laughs) 
 
149 R: Yeah. (laughs) Yeah. And do other people help too to 
 try to encourage her to make social contacts? 
 
150 P: Yeah, yeah, Mum and Dad would like to see her have, 
 um, her own social life outside of the house. 
 
151 R: Yes. What clubs does she belong to now? 
 
152 P: Just, mainly, mainly the choir / 
 
153 R: / Yeah, mainly the choir, yes. / 
 
154 P: / and, um, cause they, they travel, um, around 
 Queensland at Easter time. / 
 
155 R: Oh, do they? 
 
156 P: Yeah. They do the eisteddfods. 
 
157 R: Do they? Sounds interesting. 
 
158 P: Yeah, she enjoys it. 
 
159 R: Mm, yes. Does she make friends? 
 
160 P: Yes.  
 
161 R: Mm, yes. (pause) Do you ever go out to restaurants 
 or activities with her? 
 
162 P: Yes.  
 
163 R: Yes. 
 
164 P: We've got, ah, we've got a football club just down 
 the road that, um, sometimes Jane and I just might drop 
 in or sometimes we'll go down as a family for a meal. We 
 just go when we feel like it. 
 
165 R: Family, yes, a meal, mm, oh, like it, oh. (laughs) 
 
166 P: Pokies. (laughs) 
 
                                                        159 
 
167 R: Pokies. (laughs) Have you, if your parents go away, 
 have you ever stayed with Jane? 
 
168 P: Yeah, when I was living away from home, I used to 
 come back while Mum and Dad were away. Um, now I moved 
 back home, um, eighteen months ago and / 
 
169 R: / Ah, did you? / 
 
170 P: / yeah, and, um, I'm, so I'm around anyway but there 
 is still nights where Mum and Dad will be away and I will 
 be away as well, but she always has contact numbers. 
 
171 R: Still. 
 
172 P: Yeah, it's not very often. 
 
173 R: Oh, yes, away, yes, oh, mm, oh, does she? Phone 
 contact, numbers, oh, yes, if needed, yes. Do you share 
 any other recreational activities together, you and Jane? 
 
174 P: Um, not very much because we're opposites in a way / 
 
175 R: / No, no. / 
 
176 P: / because I'm very outdoors person and she's inside. 
 
177 R: Opposites, yes, outdoors person, yes, yes, inside, 
 Jane's inside? Mm, yes. What kind of social contact or 
 support do you expect to provide for Jane in the future? 
 
178 P: Um, none because she's old enough to get her own. 
 (laughs) 
 
179 R:  Yeah, yeah, yeah, but you will remain in contact 
 with her, social contact? /  
 
180 P: Oh, yes, oh, yes, between us, yes, yes. 
 
181 R: No concerns? 
 
182 P: No. 
 
183 R: Does it worry you in the future? 
 
184 P: No, no. 
 
185 R: No.  
 
186 P: If, if Jane's got a concern then she knows where she 
 can, you know, she can come to me or whatever. 
 
187 R: Mm, yes, yes, if Jane, ah, didn't make too many 
 friends because she didn't go out too much and was 
 becoming very dependent on you, would that concern you? 
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188 P: It / 
 
189 R: / In the future? / 
 
190 P: / It would because I don't like to see anybody 
 dependent on anybody else like that because I think you 
 should still live your own life and, I mean, because we 
 are so opposite, um, my sort of life doesn't suit her. 
 So, I'd like to see her have her own life. 
 
191 R: I see, yes, mm, yes. Ah, what kind of emotional 
 support does Jane need? 
 
192 P: As much as any other person. Um, I, I tend to like 
 to encourage her with, um, any exams for music that she 
 does because the more encouragement she gets, the better 
 she feels but, um, for your normal emotional, then no, 
 she's, she's just like everybody else. 
 
193 R: Yes, yes. Who, who provides the emotional support 
 usually? 
 
194 P: Everybody. 
 
195 R: Everybody, yes, yes. And that will continue in the 
 future? 
 
196 P: Yes. 
 
197 R: If parents are not around, you will / 
 
198 P: / Yes. 
 
199 R: Do you consider your family to be very close, all 
 the brothers and sisters? 
 
200 P: Most of the time. (laughs) 
 
201 R: (laughs) Most of the time. (laughs)  
 
202 P: There's too many of us. (laughs) 
 
203 R: Yes. (laughs) 
 
204 P: Tell her there's seven children. 
 
205 R: Seven. (laughs) Do you consider yourself to have a 
 close relationship with Jane? 
 
206 P: Yes, um, we, we do fight cause we always have / 
 
207 R: / Oh, yes. / 
 
208 P: / but probably because we're so close in age as 
 well. There's not really a great deal between us. 
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209 R: You're close in age as well. 
 
210 P: Yeah. Sort of like twins. / 
 
211 R: / How much difference? 
 
212 P: Um, there's about two years. 
 
213 R: Ah, only two years. 
 
214 P: Yeah. 
 
215 R: Yeah. 
 
216 P: So, I always sort of had to, I had to grow up in 
 Jane's shadow. 
 
217 R: (laughs) Yes. Who will provide the emotional support 
 for Jane in the future, do you think, if parents are not 
 around or able? 
 
218 P: Um, all, I think all the brothers and sisters will. 
 
219 R: Yes, yes, yes. Any concerns, do you have any concerns 
about this? 
 
220 P: No. (laughs) 
 
221 R: No, OK, yes. Um, what kind of living arrangements  
 does Jane have at the moment? 
 
222 P: Um, Jane and I both share a unit in the yard, down 
 in the back yard, um, that Dad built on. It's like a 
 granny flat except it doesn't have plumbing. 
 
223 R: A granny flat. Mm, oh, I see, yes. 
 
224 P: It's good. (laughs) 
 
225 R: Mm, yes. So, who takes responsibility for the 
 accommodation? 
 
226 P: I'm not sure. 
 
227 R: For you and Jane? 
 
228 P: We look after the flat ourselves. 
 
229 R: Oh, yes, ourselves, oh, yes, yes. And who owns it? 
 
230 P: Mum and Dad. 
 
231 R: Oh, yes, I see, yes. And do you think you'll be able 
 to keep the unit in the future, Jane and you? 
 
 
                                                         162 
 
232 P: For as, for as long as the two of us are still 
 living here. If I get married and move away, Jane'll stay 
 there by herself, but there is a walkie-talkie between 
 upstairs and down so you can get contact anytime, as long 
 as you're not asleep. (laughs) 
 
233 R: Oh, I see, mm. Oh, is there, oh, is there? Mm. It 
 would be useful. (laughs) 
 
234 P: Mm, hm.  
 
235 R: Oh. (laughs) Does it ever happen someone wants to 
 talk and the other person in the other house is asleep? 
 
236 P: Yes, all the time. They tried to wake me up the 
 other night and couldn't get me awake. (laughs) 
 
237 R: Yes. Oh, did they? (laughs) 
 
238 P: Yeah. (laughs) 
 
239 R: Goodness. (laughs) Was something wrong? 
 
240 P: No, I was just very tired. (laughs) 
 
241 R: Just tired. I see. Did they need something? 
 
242 P: No, I had a phone call. 
 
243 R: Oh, yes. (laughs) (pause) So, in the future, that 
 the unit will probably be a long term accommodation for 
 Jane? She will be able to keep, probably live there 
 permanently? 
 
244 P: Only while Mum and Dad live in this house, um, 
 because they're thinking of moving to something lower, 
 because it's a highset. 
 
245 R: Mm, oh, lower, mm. What would happen to Jane then? 
 
246 P: She will move with, she'll move over with them. 
 
247 R: Mm. Would they have another set-up, independent set-
 up for her / in the new place? 
 
248 P: / It, it depends, um, on how they're going to do it. 
 They're only just sort of thinking about it at the 
 moment. 
 
249 R: Yes. Would they like to see her independent with 
 accommodation / in an independent set-up? 
 
250 P: / They've never, they've never really said. Um, I 
 don't think it would worry Mum too much. 
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251 R: No. (pause) Do you think, do you think they'd be 
 trying for another house that had something like a granny 
 flat? 
 
252 P: They would like to. 
 
253 R: Like to, mm, yes. Does Jane need to be taught any 
 skills at the moment? 
 
254 P: No. As far as normal living, she can look after 
 herself. 
 
255 R: Mm, yes, yes. She can cook well? She cooks well, 
 does she? 
 
256 P: She cooks. (laughs) 
 
257 R: Have you, um, have you ever had to teach her 
 anything new? 
 
258 P: Yes. 
 
259 R: What sort of things have you taught her? 
 
260 P: Um, how to do her hair. (laughs) Um, make-up. /  
 
261 R: / Make-up, mm, yes. / 
 
262 P: / A little bit of cooking cause Jane is only basic. 
 
263 R: Yes, a little bit of cooking. 
 
264 P: She doesn't like using the oven very much. 
 
265 R: Basic, doesn't like, no. Does she use microwave? 
 
266 P: A lot. (laughs) 
 
267 R: A lot, yes. Have you ever had to help her adjust to 
 ah, new situations? 
 
268 P: Um, not really new situations. / 
 
269 R: / No. / 
 
270 P: / It's just if we go out somewhere that she's not 
 familiar with, I just make sure she knows where the 
 steps, if there's any step up or step down but, apart 
 from that, she's OK. 
 
271 R: Yeah, yeah, oh, I see, yes. 
 
272 P: Most of the time it's alright because where we go 
 has got wheelchair access, so she doesn't have to worry 
 about it. 
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273 R: Oh, yes, yes. What skills do you think Jane will 
 need to learn in the future? 
 
274 P: Um, um, I'd like to see her do, um, some sort of 
 voluntary work with either the handicapped or elderly, 
 just to give her more of an interest but, as far as day 
 to day living skills, then she's pretty right on that. 
 
275 R: Yeah, mm, yeah, no, yes. She doesn't, yes. So, more 
 life experiences, you think she needs life experience? 
 
276 P: Yes.  
 
277 R: More experience of life? 
 
278 P: Yes.  
 
279 R: Mm. Is it hard to find things like that? 
 
280 P: It, I don't think it would be. Um, I just don't 
 think she's looked. 
 
281 R: No, looked, she hasn't looked, no? 
 
282 P: No. 
 
283 R: Do you think maybe she's not so real keen at the 
 moment, or hasn't really thought about it at the moment? 
 
284 P: No, no, I think that'll be for later. Um, she looks 
 after / Margaret a lot in the holidays. 
 
285 R: / Later, after the music is finished? 
 
286 P: Yeah. 
 
287 R: Yeah. (pause) In the holidays, she looks after 
 Margaret a lot, does she? 
 
288 P: Mm. 
 
289 R: Yes. Does she enjoy it? How does she find that? 
 
290 P: She likes it. Um, Margaret is fairly easy to look 
 after. Um, she's just like a baby to look after that way. 
 
291 R: Ah, is she, mm? 
 
292 P: Yeah. 
 
293 R: Oh, yes, mm, yes. So, there's a lot for her to do 
 there through the holidays? 
 
294 P: Yes, to keep Margaret amused there is. (laughs) 
 
295 R: Mm. Must help your Mum? 
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296 P: Yes. 
 
297 R: Yes. (pause) So, that's the main concern in relation 
 to Jane and the future, that you think, that you think 
 she will need some more experience of life? 
 
298 P: Yes. 
 
299 R: Life skills? 
 
300 P: Yes. 
 
301 R: Voluntary work? 
 
302 P: Yeah. 
 
303 R: Ah, when (pause) how often does Jane attend 
 meetings, ones that might improve quality of life 
 perhaps? 
 
304 P: She doesn't. (laughs) 
 
305 R: No, doesn't, no. Has anyone, has she ever? 
 
306 P: Not that I know of. 
 
307 R: No. Oh, have your parents ever had to try to get 
 services for her to help her? 
 
308 P: No, if Jane needs anything, she normally follows it 
 up herself. 
 
309 R: Mm, oh, I see. So, you don't see yourself as having 
 to advocate on her behalf in the future? 
 
310 P: No, not at all. 
 
311 R: No, no. If the need was to arise, would you feel 
 happy about helping her, if there was a need? 
 
312 P: If, if there was a need as in Jane couldn't do it 
 for herself, um, not that she wouldn't do it. / 
 
313 R: / Yeah, she couldn't do it by herself. 
 
314 P: If it's just that she wouldn't do it, then I'd make 
 her get up and do it. 
 
315 R: No, mm, yeah, I see. You'd encourage her to be 
 independent if she could? 
 
316 P: Yes. 
 
317 R: Mm, yes. But you're not concerned about that, you're 
 not concerned, you have no concerns in that area? 
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318 P: Not, not from what Jane's shown so far in her life. 
 
319 R: Mm, yes, yes, and so you feel she, ah, the quality 
 of life is, how would you describe her quality of life at 
 the moment? 
 
320 P: It's, I think it's very good. It's up to Jane what 
 she wants to make of it. / 
 
321 R: / Very good, yes, yeah, mm, yes, yes. Ah, what other 
 responsibilities do you have in relation to Jane? 
 
322 P: Um, I don't have any as such. 
 
323 R: No. 
 
324 P: Um, Jane does half of my running round for me! 
 (laughs) 
 
325 R: Oh. 
 
326 P: She, she tells me when my bills are due. (laughs) 
 
327 R: Yeah, mm, oh. So, so you find her a great help? 
 
328 P: Yes.  
 
329 R: You find her, oh, yes. And does she have, does she 
 have more time for that sort of thing? (laughs) 
 
330 P: A lot more time than I have. (laughs) 
 
331 R: Yeah, yes. Are there any other concerns you have in 
 relation to Jane? 
 
332 P: Um, I, I would like to see Jane settle down, if 
 possible, but she's never even made the inclination to, 
 to do that. 
 
333 R: No, oh. When you mean settle down, do you mean / 
 
334 P: / Married! / 
 
335 R: / marry and have children? 
 
336 P: Um, I don't think she'd be able to have children / 
 because of the heart condition. 
 
337 R: / Ah, no, you don't think she could have children? 
 
338 P: No. 
 
339 R: Heart condition. I see. But you would like to see 
 her / married. 
 
340 P: / I would like to see her with a partner, yeah. 
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341 R: This is a concern? 
 
342 P: Not, not a concern, but I would like to see it 
 happen. 
 
343 R: Not a concern, but / 
 
344 P: / I think it would make a big difference to her 
 life. 
 
345 R: Difference to her life, mm. (pause) Ah, you, if you 
 married and had some children, would you be concerned if 
 the child had a disability? 
 
346 P: Not at all. 
 
347 R: Not at all? 
 
348 P: No. Both / 
 
349 R: / Not, not about genetics? 
 
350 P: Both disabilities in the family are not generical, 
 um, generical? whatever. (laughs) Um, / 
 
351 R: / No, they're not genetic, no. 
 
352 P: And, um, / 
 
353 R: / No. / 
 
354 P: / the only thing that could really be passed down 
 would be diabetes. 
 
355 R: Diabetes, mm. Could be, yes. And, so you feel, how 
 you would, how, you have, do you feel, how do you feel 
 about your skills for coping if you had a disabled, a 
 child with a disability? 
 
356 P: Um, it would be upsetting but it wouldn't make a 
 difference at all because I've grown up with it all my 
 life. 
 
357 R: Mm. Would you say your past experience has helped 
 you? 
 
358 P: Yes. 
 
359 R: To be a bit more, more, ah, to be able to take a bit 
 more of the bad things? 
 
360 P: Yes, definitely. 
 
361 R: Mm, definitely. I see. How do these responsibilities 
 and concerns you have in relation to Jane, ah, fit in 
 with your own life commitments? 
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362 P: Um, it doesn't / 
 
363 R: / Your work, your social / 
 
364 P: / Sorry, it doesn't make a big difference to my 
 life, um, as such, because I still go on with my life as 
 I need to, um, but I can, like, I can work myself around 
 everybody else's schedules if needed. 
 
365 R: I see, I see, I see, schedules if needed, I see. 
 And, in the future, if you have family as well, ah, have 
 you, and work, children, how do you think it will fit in 
 then? 
 
366 P: Um, I think Jane would end up being more like a 
 babysitter than an extra, extra responsibility. 
 
367 R: Yeah, oh, yeah, yes. As, oh, yes, yes. So, you, you 
 consider her, she would be a source of assistance? 
 
368 P: Definitely. 
 
369 R: A major source, would you say? 
 
370 P: She / 
 
371 R: / Do you think? / 
 
372 P: / she would be very good when it's, um, when the 
 baby can, either can't walk or is big enough not to get 
 into too much trouble. 
 
373 R: Yes.  
 
374 P: The only problem she'd have would be at the toddler 
 sort of stage, not realizing sometimes if it was in 
 trouble. 
 
375 R: Oh (laughs) yes, mm. (laughs) Oh, then she might 
 walk on the little boy's toes. (laughs) 
 
376 P: No. (laughs) No, I just don't think she would pick 
 it up 
 
 (dog barks) 
 
377 R: Oh, yes, oh, I see, yes.  
 
378 P: (To dog) Bad dog. 
 
379 R: What do you think, oh, (pause). If you have a 
 boyfriend, have you ever been concerned that he may not 
 accept Jane?  
 
380 P: Any boyfriends / 
                                                      169 
 
381 R: / or the other child with a disability? / 
 
382 P: / any boyfriends I've ever had, um, have to accept 
 my family as they are, or they can get lost! 
 
383 R: Yes, mm, or they can be, get lost, oh, yes. So, that 
 will probably influence your decision? 
 
384 P: Yes. 
 
385 R: Has, would you say your experience with Jane has 
 influenced your choice of career in any way? 
 
386 P: No. 
 
387 R: No, no. I see, yes. 
 
388 P: I'm the opposite, well, I'm, I'm in the photography 
 business. 
 
389 R: The opposite maybe. Oh, yes. Has it made you more 
 aware of these visual things? Has it made you appreciate 
 them, do you think? 
 
390 P: I've never thought of it actually. 
 
391 R: Ah yes, never thought, I see. I see, yes. (pause) 
 How do you feel about your present responsibilities 
 towards Jane? 
 
392 P: Um, I don't really have any. (laughs) 
 
393 R: No, I see, no, so, yes. So, when you stay about and, 
 like, when you make sure she is safe and from having, 
 well, wait a minute. I'll reword it differently.  
 
394 P: Yes. 
 
395 R: The things you mentioned where you may keep an eye 
 out for her sometimes, like in case she has a diabetic 
 turn, etc., you feel OK with the little things you do to 
 help out? 
 
396 P: Yes. 
 
397 R: Yes, I see. So, does that mean you feel quite happy 
 about the situation at the moment? 
 
398 P: Yes. 
 
399 R: I see. And do you, and you, how do you feel about 
 your future roles in relation to Jane? 
 
400 P: Um / 
 
401 R: / Possible future roles? 
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402 P: It depends, um, on whether I do get married. I hope 
 so. (laughs) And whether Jane gets married or, you know, 
 it, it will all depend, you know, on how long Mum and Dad 
 are alive, whether she stays living with them or moves in 
 with me. 
 
403 R: Yes, yes, yes, mm, yes, mm, yes, I see. (laughs) How 
 would you feel if she moved in with you? 
 
404 P: Um, it probably wouldn't worry me too much because 
 half the time you don't know she's there. 
 
405 R: No, no, yes, mm, yes, yes. (laughs) Ah, (pause) do 
 you feel you could use any other kinds of support or help 
 now or in the future if they were available? 
 
406 P: Um, not so much for Jane, um, because I think the 
 more support she gives herself, the better that she is. 
 
407 R: Mm, the more support, ah, yes, yes. So, there's 
 nothing at the moment? 
 
408 P: Not that I know of. (laughs) 
 
409 R: You don't think she'd benefit from more mobility 
 training? 
 
410 P: No, Jane is, um, fairly mobile. 
 
411 R: Yes, and you think the taxi vouchers are adequate? 
 
412 P: Um, from where we're living here, they are. 
 
413 R: Yeah, mm, I see, yes. So, you can't think of 
 anything she needs? No work experience? 
 
414 P: Not that she's told me. (laughs) 
 
415 R: No. I see, yes. And does she have lots of 
 recreational skills? She doesn't need to learn more 
 recreational skills? 
 
416 P: Jane mostly, Jane doesn't do dancing. Um, she just 
 basically likes her music. 
 
417 R: Music, mm, and craft. 
 
418 P: Not, not even craft, just mainly music. 
 
419 R: No, not craft, no. Music, yes, I see. So, so, you 
 would say she doesn't need any other support or services? 
 She is quite content and happy now? 
 
420 P: If she's not, she'll say so. 
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421 R: She, yeah, I see, yeah, I see. Well, I think they 
 are all the questions. 
 
422 P: Yeah. Oh, good. That's it.  
 
423 R: You have answered, you have been very helpful with 
 your answers. 
 
424 P: That's OK. 
 
425 R: And I have enjoyed it. 
 
426 P: (laughs) That's good. 
 
427 R: I hope we haven't taken too much time. 
 
428 P: No, that's fine. 
 
429 R: Especially with the tape break-down. 
 
430 P: No, that's fine. (laughs) 
 
431 R: It, it must have been hard for you, considering you 
 also have another severely disabled sister in the family? 
 
432 P: It, it is but Jane is a good help with her. Um, 
 between Jane, myself and Mum, we can well cope. 
 
433 R: Yeah, yeah, and Mum, yeah, cope, mm, yeah. 
 
434 P: Margaret's almost the same size as Jane now. 
 
435 R: Yeah, same size. Oh, is she? Oh, is she? How tall is 
 Jane? 
 
436 P: Shorter than me. (laughs) She's about five foot one, 
 I think. 
 
437 R: Shorter, is she? (laughs) 
 
438 P: Yeah. (laughs) 
 
439 R: Five one, five one, yes. 
 
440 P: (laughs) 
 
441 R: Well, thank you, thank you very much. 
 
442 P: That's alright. (laughs) 
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Interview  3 
 
26th April 1996 
 
1 R: Ah, what is the nature of your sibling's disability? 
 You did say on the questionnaire. 
 
2 P: Um, it's hard to explain but, ah, well, she's blind 
 and deaf, blind and deaf, um, and I think with that she 
 just has sort of muscular - you know what I mean. It's 
 sort of hard to know whether she, even if she was not 
 blind or deaf, whether she would be completely normal or 
 not. I don't think anyone knows, but / 
 
3 R: / Co-ordination? 
 
4 P: Yeah, ah, so I think she's just under, 
 underdeveloped. 
 
5 R: Dexterity. 
 
6 P: Yes, but apart from that, physically she's quite 
 normal.  
 
7 R: Not well developed. 
 
8 P: Well, when I say muscular, it's more just, it's 
 probably, I think it's probably from lack of use because 
 she has reduced mobility. 
 
9 R: Reduced mobility. I see. Thank you for explaining 
 it. 
 
10 P: That's alright. And she, I know she, um, she did go 
 through puberty very late, but I don't know whether 
 that's related to her condition or not.  
 
11 R: What caused her condition? 
 
12 P: Ah, no one knows. (pause) She was born that way.  
 (pause) So, um, just recently, um, Mum and Ellen and I, 
 ah, we went to a genetic counsellor, um, to try and see 
 whether there was any known syndrome, but there wasn't. 
 
13 R: Thank you. How independent is Ellen in day to day 
 living? 
 
14 P: Ah, totally dependent. 
 
15 R: Totally dependent. I'll show you my list and you can 
 tick the things she can do. 
 
16 P: (pause) Um, (laughs) none basically.  
 
17 R: None at all? 
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18 P: Well, I mean, if there's a plate of food in front of 
 her, she could, you know, she can eat it, and a cup, she 
 can find it and drink from it, but her world doesn't 
 exist until you bring it to her. 
 
19 R: But, she can't do any of those? 
 
20 P: No. 
 
21 R: No, no. In these areas of daily living where Ellen 
 needs assistance, how is responsibility shared among 
 family, services, friends? 
 
22 P: Ah, about three or four years ago, um, Ellen moved 
 into a, um, a shared residence with three other, um, 
 people with disabilities, um, so they have full time 
 carers there. Um, prior to that, ah, she lived at home 
 and most, most of her work was shared between Mum and Dad 
 and a small bit of in-home care. 
 
23 R: I see. At the moment, do you have to take any part 
 in assisting Ellen, if she visits? 
 
24 P: Ah, if she visits? Um, I should, I should just 
 explain, because, ah, the age difference between Ellen 
 and I is less, less than two years so, when we were 
 growing up, it was hard for me to take any 
 responsibility, well, especially when we were young, as I 
 was saying. But, um, and then later, it was just, it was 
 more mostly, more friendship than actual responsibility. 
 I can't explain it. (pause) So, it would, it would be 
 more just cuddles and hugs. Yes, I've, I've never done 
 any toileting or, or feeding or those things at all. 
 
25 R: I see. In the future, what will happen if your 
 parents are no longer around? Ellen's now in full time  
 care and will this continue in the future? 
 
26 P: Ah, hopefully, ah, if the funding stays on board. 
 Mum and Dad struggled for many years to try and get the 
 funding, ah, so if that, if that stays in place, 
 hopefully it will continue, because, um, we never wanted 
 to institutionalise Ellen. 
 
27 R: Mm, yes. In the future, do you see yourself as 
 having to do anything in helping Ellen with living, daily 
 living, helping with daily living? 
 
28 P: Um, I probably, I probably don't do as much as I 
 could or I should, um, because at the moment there is no 
 need. Well, she's OK in her household at the moment, but 
 if the need arose, then I'd be happy to. 
 
29 R: Do you have any concerns about this? 
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30 P: Um, it, it would worry me if Mum and Dad weren't 
 around, because I've never had that responsibility and, 
 um, I've lost touch with her day to day routine and 
 activities, ah, so it would be more, I hope, for me an 
 organisational problem than a hands on area.  
 
 
31 R: Yes, well, so you are concerned in case the 
 government stopped funding? 
 
32 P: Yes. 
 
33 R: Mm. (pause) Well, these questions are about finance, 
 and so I understand that Ellen has no concept about 
 finances, so she cannot cope with her finances 
 independently? 
 
34 P: No, none whatsoever. / 
 
35 R: / Not at all, no. And, and so who shares the 
 responsibility for looking after her finances? 
 
36 P: Ah, I think in, in Queensland there's the law, ah, 
 there's the Public Trustee for management of people over 
 18, um, but, but ultimately it lies with Mum and Dad even 
 though legally they cannot manage her funds.  
 
37 R: Can anyone apply for conservatorship in Queensland, 
 to get legal rights to help persons who can't manage 
 their affairs? 
 
38 P: Ah, no, there's, there's one person in Queensland in 
 charge of all those people who cannot manage their own 
 affairs, which I think is stupid! 
 
39 R: Oh, so, does that mean a family member can't manage 
 her affairs? I thought they could. 
 
40 P: No. / 
 
41 R: / Does that mean your parents cannot make the final 
 decisions for Ellen? 
 
42 P: No. An example might be, if Ellen needed surgery, um, 
 legally, they would need more than my parents' consent.  
 (pause) Um, I think that system is in place for those 
 people who, who do not have anyone else to care for them 
 so it needs to be there but, in some circumstances, it 
 seems to be wrong. 
 
43 R: Yes, yes. Does Ellen have enough, ah, pension to 
 cover all her needs? 
 
44 P: Ah, I think she barely has enough to cover her 
 needs. Just, just enough to cover her needs. 
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45 R: Only just. 
 
46 P: Because, um / 
 
47 R: / Yes. Does the family help out sometimes? 
 
48 P: Yeah. 
 
49 R: With gifts? 
 
50 P: Yes and, say for luxuries - yeah, little luxuries I 
 guess she can't afford.   
 
51 R: Have you ever had to help? 
 
52 P: Ah, I have offered but, not, not really out of my 
 pocket, but (pause) ah, financially I'm not that, ah, 
 solvent myself. (laughs) Well, I don't have all that much 
 to give.  
 
53 R: (laughs) I see. (pause) In the future, do you think 
 that this Public Trustee system should continue or be 
 changed? 
 
54 P: For the financial aspects? Ah, it's, it's hard to 
 say because I think the, the process that's there at the 
 moment needs to be there for those people who don't have 
 anyone to help them but, ah, each case should be regarded 
 in its own right. 
 
55 R: Yes. What responsibilities do you see yourself as 
 having in this respect in the future? 
 
56 P: Financially? / 
 
57 R: / If your parents are not around? Yes, financially. 
 
58 P: Well, I guess I would always want to be making sure 
 that, that Ellen was OK financially and, if the need 
 arose, then I would be willing give her support, but I 
 would hope that need would never arise, that there would 
 always be something in place for her financially. 
 
59 R: So, does this financial side worry you, for the 
 future, the future? 
 
60 P: Ah, I haven't actually thought about it too much 
 but, ah, I guess, yeah I guess it would if the need ever 
 came up. 
 
61 R: Ah, it would seem Ellen would need a lot of 
 assistance to make social contact or any community 
 involvement, and who helps in this? Does family? 
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62 P: Ah, her, the staff who, who live and work with 
 Ellen, um, are very good and she also, um, visits other 
 recreational, um, organisations, ah, around Brisbane, um, 
 and she always, she, ah, the people who live with her 
 mainly make sure she does have that social contact, 
 probably better than she ever had when she lived at home.  
63 R: Mmm. They wouldn't have had as much time? 
 
64 P: I think so, and, and most of the people she works 
 with are young and, ah, and are used to doing activities 
 and so, I think they treat Ellen more like a young woman 
 than maybe Mum and Dad did. They had Ellen all their 
 lives. 
 
65 R: (laughs) Mm. Does Ellen ever visit home? 
 
66 P: Ah, she comes home, ah, some holidays and Dad takes 
 her out on Sundays (pause) and Mum probably visits her at 
 least once a week or once a fortnight. 
 
67 R: Mm. Do you have any contact at all with her? 
 
68 P: I haven't seen Ellen for about, ah, a month, I 
 think, so mainly, ah, my contact is mainly, ah, family 
 gatherings when Mum and Dad are present. 
 
69 R: I see. So, your social contact - is it mainly for a 
 meal, Mothers Day, etc.? 
 
70 P: Yeah, I'd see her about once a month. 
 
71 R: Once a month, yes. Do you ever have drive her back 
 to her home? 
 
72 P: Yeah, often if she's at Mum and Dad's, I'd drive her 
  home. 
 
73 R: That's handy. (pause) So, you don't really 
 participate or share other recreational activities with 
 Ellen at the moment, or holidays? Not now? 
 
74 P: No. 
 
75 R: No, but enjoy meals, etc., family gatherings? 
 
76 P: Yeah. / 
 
77 R: / They're the main ones. Yes, I see. In the future, 
 will this sort of social contact continue, and support? 
 
78 P: Ah, I hope so. I mean / 
 
79 R: / You expect, ah, you hope so. You expect to 
 continue to do the same thing? 
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80 P: I would, I actually think I would like to, to see 
 her more often than I do, ah, only because I think I'm 
 slack but, I mean, I think it would be that way even if 
 Ellen had no disabilities anyway. It's just a stage of 
 people's life where they don't see their families that 
 much. 
 
81 R: Yes, I think so, yes. You live together as children 
 but, as adults, you go different places. So, then, you 
 have no worries about the future in this area - social 
 contact, social support? 
 
82 P: Not really. Well, I mean, if the systems that are 
 there now remain there, it'll be OK. 
 
 
83 R: What kind of emotional support does Ellen need, when 
 she gets upset or angry? 
 
84 P: Ah, mainly physical contact, reassurance, physical 
 reassurance. 
 
85 R: Who provides it? 
 
86 P: Well, whoever's there at the time, so, her, her 
 carers are very good in that respect. 
 
87 R: When she comes home, who provides it then? 
 
88 P: Well, um, her and Dad are very close. He will pick 
 her up. He's physically big and strong, so he's able to 
 pick her up, whereas a lot of people can't do that. 
 
89 R: No. Is she very small? 
 
90 P: Ah, she's physically average, short to average. 
 She's very skinny. 
 
91 R: Is she? Mmm. 
 
92 P: But she's still heavy to lift up. 
 
93 R: (laughs) Have you ever had to comfort her? 
 
94 P: Um, yes.  
 
95 R: Yes. Do you expect to continue to have to do this in 
 the future, you know, in the future if your parents 
 aren't there? 
 
96 P: Yeah, I'd imagine so, yes.  
 
97 R: You'd continue to, yes. (laughs) So, no concerns or 
 worries in this area in the future? 
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98 P: Ah, well, it worries me when Mum and Dad won't be 
 around.  
 
99 R: (pause) The next lot of questions are about 
 accommodation and respite but, well, you have already 
 told me that Ellen has full time accommodation 
 arrangements. 
 
100 P: Yep / 
 
101 R: / And that it is also respite. 
 
102 P: Yeah, well / 
 
103 R: / And it's not with family, so she doesn't have, 
 she doesn't need respite? She doesn't need it, does she?
  
 
104 P: No, she doesn't need the respite. 
 
105 R: No, she's all covered? Yes. So, I'll skip this one, 
 yes, because we've done it and you've told me your 
 concerns if the family wasn't there. Mm. (pause) Oh yes, 
 teaching? Does Ellen need to learn any new skills? Does 
 she need to learn any new skills and does she have 
 someone to teach her? 
 
106 P: Well, Mum at the moment is trying to increase her 
 communication skills because at the moment they are very 
 very basic. Um, she knows a few basic signs for everyday 
 life like "Hello" and "Goodbye", "toileting" and "sit 
 down" and, um, no one has ever, has ever really tried 
 complex communication before, ah, but I think Mum is keen 
 to give it a go. That may involve some sort of, um, 
 fingerspelling or I don't know. I mean, you'd know more 
 about that than I would, obviously. 
 
107 R: Oh, yes. (laughs)  
 
108 P: Ah, I think, I think, for someone deaf and blind 
 from birth, ah, that this would be a very difficult thing 
 to try and achieve. 
 
109 R: Yes, I think a few manage it, yes, and it takes many 
 years, but you're going to try. 
 
110 P: Yes.  
 
111 R: So, is your mother trying to teach Ellen the signs 
 herself? 
 
112 P: Ah, I think, I think ideally she would like to find 
 someone to try and initiate that programme but, ah, in 
 Brisbane, I don't know whether there are many experts in 
 that field or programmes available. 
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113 R: Does any exist? 
 
114 P: Ah, I don't know. 
 
115 R: (pause) Well, do you do any teaching, or 
 reinforcing? 
 
116 P: No, well, reinforcing perhaps if that ever took off 
 but, in terms of teaching, I'd have to learn myself. 
 (laughs) 
 
 
117 R: Yes. (laughs) In the future, you said Ellen will 
 need to learn communication skills. Are there any others 
 she will need to learn in the future? 
 
118 P: Ah, I think communication is probably the number one 
 priority / 
 
119 R: / Yes, yes. 
 
120 P: But, you know, if she could communicate better, 
 everything else will come from that. 
 
121 R: Yes, yes. (pause) Do you have any concerns in this 
 area? 
 
122 P: Ah, not so much concerns as, as, well, I would hope 
 that it would happen but it seems that, that sort of 
 thing might have been better tried in early childhood, so 
 I'm, I just, I just have my doubts as to how successful 
 it would be, although I do hope that she could learn 
 something. 
 
123 R: Sometimes they learn better as adults. Sometimes, 
 when they have another go, they learn better than they 
 did as children. Sometimes. Mm. (pause) Does Ellen ever 
 go to any meetings? 
 
124 P: Ah, what, what type of meetings? 
 
125 R: Has she ever had to go to, ah, any government 
 departments? 
 
126 P: No, no. 
 
127 R: No, only recreational meetings. (pause) Has anyone 
 had to go to government departments to try to get funding 
 for Ellen?  
 
128 P: Yeah, well, Mum has done a lot of that over the 
 years. Within, within other umbrella groups. 
 
129 R: (pause) Yes. Your father too? 
 
130 P: Yes. 
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131 R: Have you ever had to go to any of these meetings? 
 
132 P: No, I was, I was too young when most of that was 
 going on. 
 
133 R: I see. In the future, do you think you will have a 
 role in this area? 
 
134 P: Ah, if the need was there, then yes. Um, if her 
 funding was to disappear, then I would have to fight to 
 get it back.  
 
135 R: Yes, oh yes. Well, do you see yourself as having an 
 important role maybe with Ellen in the future with 
 advocacy, advocacy on behalf of Ellen? 
 
136 P: Yes, perhaps. 
 
137 R: Perhaps? 
 
138 P: Yeah. 
 
139 R: Perhaps if the need arose? OK. What other 
 responsibilities do you have in relation to Ellen? 
 
140 P: Um, at this point in time, not many responsibilities 
 in terms of her day to day care, um, but I guess just 
 family interactions, um, that's about all.  
 
141 R: I see. (pause) Do you have any other worries or 
 concerns? 
 
142 P: I guess my lack of contact does worry me sometimes, 
 or not worry me so much as I feel as if I should do more, 
 but that, I mean, that lies solely with me, so that's 
 something I know I can change. But her, her accommodation 
 and, and social interactions are, are well looked after 
 at the moment and she's happy, um, so there's no worry on 
 that account. 
 
143 R: Oh yes. I see. (pause) If you were to marry and have 
 a family, would you be concerned about your children 
 being disabled? 
 
144 P: Ah, I have thought about that, but, but no. That is 
 no worry, only because there's no real family history of, 
 of anything like that (pause) and, and no one knows why 
 Ellen was born the way she was. (pause) So, I think the 
 chances would be very small. 
 
145 R: OK. How do these responsibilities toward Ellen fit 
 into your own life - ah, well your social life, your 
 career, etc.? 
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146 P: Ah, at, at the moment, ah, I don't really involve 
 Ellen in my social life. Ah, perhaps, perhaps in the 
 future, that, that may increase. 
 
147 R: Well, with your social life and involvement with 
 career, how do you also cope with your responsibilities 
 towards Ellen? Do they fit in OK? 
 
148 P: Well / 
 
149 R: / Or do you find it hard to do both? 
 
150 P: Well, at the, at the moment, not at all because I 
 have, I have very little / 
 
151 R: / Ellen and your social life? / 
 
152 P: / because I have, I have very little 
 responsibilities, so that is not a problem.  
 
153 R: Oh yes, oh yes.  
 
154 P: That may change, if my level of responsibility was 
 to increase. 
 
155 R: Oh yes, increase. I see. So, it is no problem at the 
 moment, but it could be harder in the future to fit it 
 in? 
 
156 P: Yeah, well, I would hope, I would hope, I would hope 
 that, that things would be in place so that she's 
 independent in terms of having, having her own life and 
 carers to care for her there, um, so I would hope, I 
 would hope that my responsibility would be not that much 
 greater than a normal brother to a sibling without  
 disabilities. 
 
157 R: Mm, yes. So you feel quite happy about your present 
 responsibilities? 
 
158 P: Yes / 
 
159 R: / And have no worries at the moment? No? 
 
160 P: No. 
 
161 R: Do you have any other feelings about it? 
 
162 P: Oh, only that I mentioned before that, that maybe my 
 contact is, is not as often as it should be or could be / 
 
163 R: / Oh yes. 
 
164 P: But in terms of Ellen's well-being, I, I don't 
 really have any concerns. 
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165 R: Except you're concerned that the current support 
 continues? 
 
166 P: Yes. 
 
167 R: I see. (pause) My next question is about how do you 
 feel about your potential future responsibilities?  
 
168 P: OK.  
 
169 R: OK. You feel OK if the services stay in place? Yes, 
 well, and you feel happy? 
 
170 P: Yes.  
 
171 R: And you would be happy to help out if it wasn't 
 there? 
 
172 P: Sure. 
 
173 R: What kind of support or help do you feel you could 
 use now or in the future, if they were available? You 
 mentioned one before - ah, a teaching programme for 
 Ellen. You felt that it would help improve her life. Are 
 there any others that you haven't got now? 
 
174 P: Ah, well, no, in terms of her, her care now, ah, I 
 think everything is in place to give her social contacts 
 and activities, ah, so at the moment it doesn't worry me, 
 and hopefully it will continue. 
 
175 R: Does she do any work now? 
 
176 P: No. 
 
177 R: Just recreational activities? 
 
178 P: Yes, yes. 
 
179 R: Ah, you mentioned you would like to see a teaching 
 programme for communication. Do you think that would 
 benefit Ellen? 
 
180 P: Well, I think, I think it would be good to try to, 
 to increase Ellen's level of communication, only because 
 that's, at the moment she has none. I mean, if she has a 
 sore tooth, then she can't tell anyone. Even very basic 
 things would help. 
 
181 R: Oh, how do they find out? How do they find out if 
 she has a sore tooth? 
 
182 P: (laughs) Ah, process of elimination. 
 
183 R: It must be hard. 
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184 P: Mm, very hard. 
 
185 R: Yes. (pause) Well, that is the end of my questions. 
 You have been very helpful. I have learnt a lot. 
 
186 P: Hope so. 
 
187 R: Yes. I will send you a copy of my findings. 
 
188 P: OK. 
 
189 R: I have to the end of November to finish it. 
 
190 P: Alright. Is there any other interviews? 
 
191 R: I have really appreciated it. 
 
192 P: Is it just the one interview? 
 
193 R: Yes, yes. 
 
194 P: Alright. 
 
195 R: I have interviewed two women and I have two more 
 interviews. I'm going to Toowoomba on Sunday. 
 
196 P: I'll look forward to seeing the findings. 
 
197: R:   Oh, the findings? Yes, very interesting. 
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Interview  4 
 
20th April 1996 
 
1 R: How many children are in your family? 
 
2 P: Four. 
 
3 R: Four, / oh yes, yes. 
 
4 P: / Four. 
 
5 R: Do you know the causes of your sister's disability? 
 
6 P: Yes. 
 
7 R: What are they? 
 
8 P: Causes? What / 
 
9 R: Causes 
 
10 P.  How she got them? 
 
11 R: Yes, yes. 
 
12 P: It was German measles. 
 
13 R: Yes, oh, Rubella, / Rubella. 
 
14 P: / Yes, yes. 
 
15 R: Oh, thanks, thank you. Now, I have a list. I have a 
 list. (pause) Have you found it? 
 
16 P: Yes. 
 
17 R: Yes. But I am wondering how independent is your 
 sister? Is her name Wyona? 
 
18 P: Yes. 
 
19 R: Wyona. I'll call her Wyona. 
 
20 P: Yes. 
 
21 R: How independent is Wyona in day to day living? I 
 have a list of activities for you to tick - the ones she 
 can do herself independently. 
 
22 P: OK 
 
23 R: OK. Sue will quickly tell me then what she can do. 
 Can she do any of those things?  
 
24 P: All of them. 
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25 R: All of those? 
 
26 P: Yes, she can do all of them (pause)  
 
27 R: She can do them. Doesn't she need any help at all? 
 
28 P: No, no help. 
 
29 R: No, no. 
 
30 P: She gets lazy (laughs) 
 
31 R: She gets lazy. / (laughs)  
 
32 P: / In handling money, I think. 
 
33 R: What about communication? Does she have trouble with 
 that? 
 
34 P: Yes, she has to use sign language. 
 
35 R: She has trouble. Who helps there? (pause) Who helps 
 when people don't know sign language? 
 
36 P: She has a note pad she takes with her. 
 
37 R: Oh yes. 
 
38 P: That's if she's by herself. 
 
39 R: Oh, by herself. Oh, excellent. 
 
40 P: Yes. 
 
41 R: Well, my questions. Do you give her any assistance 
 to her at all with daily living? 
 
42 P: Sometimes I do. 
 
43 R: Oh, what type? 
 
44 P: Like, if, um, she wants me to order her something 
 from a bakery. Instead of using her note pad, she'll just 
 say `Can you get that for me', but apart from that she's 
 pretty independent. 
 
45 R: Yes (pause) pretty independent. 
 
46 P: Yes. 
 
47 R: Mm. In the future, do you think Wyona will cope 
 well without any assistance? If your parents are older 
 and can't help at all, do you think she would be entirely 
 capable to live entirely alone? 
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48 P: Not at the moment. I think she, uh, needs to be put 
 in the sort of situation now, when Mum and Dad are still 
 alive, so that she can learn to do it herself. We have 
 been talking about it actually - putting her into a 
 little unit, to see if she can cope with it. 
 
49 R: Mm 
 
50 P: But she doesn't want to at the moment. She wants to 
 wait a year, she reckons.  
 
51 R: I see, I see. 
 
52 P: (laughs) Put a time limit on it. 
 
53 R: Yes, I see. (pause) In the future, do you see 
 yourself maybe having to assist in any way to Wyona's 
 transition to complete independence? 
 
54 P: Yes, I do think I'll have to play a part in it 
 somehow, because (pause) maybe I'll have to live with her 
 at one stage. I'm thinking of doing that. (pause) 
 
55 R: Mm, yes. Do you have any concerns about that? 
 
56 P: I do think about it - if something did happen to Mum 
 and Dad, but I'd just naturally take over. I think I'd 
 just take Wyona and get into a unit with her or something 
 like that. 
 
57 R: Um, well. (pause) You have said Wyona is independent 
 at handling money and banking, so does that mean she 
 needs no assistance financially in any way? 
 
58 P: She does need, um, help with getting a pension and 
 so forth, if that's what you mean?   
 
59 R: Yes 
 
60 P: She can't, I don't think she / 
 
61 R: / Yes, I did mean that. Yes, things like that. 
 
62 P: Yeah, yeah, she does. It's hard to, um, for Wyona to 
 get into a job because of her disabilities. Well, it's 
 hard for me to get a job, (laughs) let alone Wyona, so 
 (pause) so, yeah, yeah, so maybe one day she'll be able 
 to get into something. She likes children. I think she's 
 be great in that sort of thing - just as an onsider, 
 offsider. 
 
63 R: Yes, oh. Mm, yes. (pause) How are the financial 
 responsibilities shared in your family among the people 
 who help her with these things? Friends, family, 
 services? 
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64 P: What do you mean? 
 
65 R: To help her get her pension, etc.? 
 
66 P: Like (pause) 
 
67 R: Do your parents do most to assist Wyona? 
 
68 P: In getting the pension? 
 
69 R: In getting her pension, yes. 
 
70 P: Um, what do you mean getting in out of the bank each 
 week when it comes, or  
 
71 R: Yes, yes. 
 
72 P: Wyona does that herself. She's got her own key card. 
 
73 R: Ah, yes. She does it, yes. OK, yes. What did you 
 mean about getting her pension, help in getting her 
 pension? 
 
74 P: What did I mean? 
 
75 R: Mm. 
 
76 P: Like, um, starting it off, I guess, writing out all 
 the forms, and / 
 
77 R: / Oh, yes, I see. Yes, forms. 
 
78 P: Yeah, getting it started. 
 
79 R: Yes, I see, / forms, business forms 
 
80 P: / Yes. I think Mum and Dad would have to help. 
 
81 R: Oh yes. Who does that for her? 
 
82 P: P: I think, well, Dad helps me. Yeah. 
 
83 R: Mum and Dad, yes. 
 
84 P: Yeah, well Dad helps me, so I think he'd help Wyona 
 (laughs) otherwise she couldn't answer questions on the 
 forms. 
 
85 R: Yes, yes. Do you ever give Wyona some financial 
 advice? 
 
86 P: (laughs) No, I don't think I ever have. 
 
87 R: (laughs) Yes. 
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88 P: Mum does that. Mum tells her to start saving and, 
 um, things like that. I'm too busy worrying  about mine, 
 I think. 
 
89 R: (laughs) Um, in the future, what kind of financial 
 assistance do you expect Wyona will need?  
 
90 P: um (pause) 
 
91 P: Probaby do you think it would continue on like help 
 with business affairs and things? Like you just 
 mentioned? 
 
92 R: Yes, yes. 
 
93 R: Do you see yourself as playing a role in the future 
 in helping her with these forms? 
 
94 P: If she comes to me and asks me, sure, I'll help her. 
 She doesn't - she's very independent, Wyona - she doesn't 
 ask much. Sort of keeps to herself. 
 
95 R: Oh, does she? Yes. (pause) So, do you have any 
 concerns about the future in this area? 
 
96 P: With business forms? 
 
97 R: Yes, business, yes, business forms, yes. 
 
98 P: Yes, because / 
 
99 R: / and job. Because she'd be able to be self 
 sufficient. 
 
100 P: Yes, because I'm not always going to be there, or 
 Mum and Dad, like, she's going to have to, like, 
 eventually do it herself. 
 
101 R: Oh yes. And you're planning to move too. 
 
102 P: Yes. 
 
103 R: Oh, where to? 
 
104 P: Towards Brisbane, towards my work. 
 
105 R: Oh yes. Brisbane. Closer. It would be handy. 
 
106 P: Yes. 
 
107 R: (pause) How much assistance does Wyona need to 
 maintain social contact and community involvement? 
 
108 P: A lot, because Mum and Dad have to drive her. She 
 goes bowling twice a week. She needs that - we don't live 
 near railway / 
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109 R: / Yes. 
 
110 P: So she has to be driven all the time. Either by me 
 or Mum. 
 
111 R: You have to do a lot of the driving - you do a lot 
 of driving too? 
 
112 P: Sure do. 
 
113 R:  Sure, yes. Does she have other activities that she 
 has to be taken to besides bowling?  
 
114 P: Shopping, she likes to go shopping, yeah. She 
 doesn't get out as much as she wants to, because Mum 
 works, I work, Dad works. 
 
115 R: Well, is she home a lot on her own? 
 
116 P: Yes, yes. 
 
117 R: How about the other brothers in the family? 
 
118 P: What about them? 
 
119 R: Do they help drive too? 
 
120 P: Sometimes, um, sometimes one of them does, because 
 he's the only one who's got a licence. 
 
121 R: Yes. Are there services to help her make social 
 contact? 
 
122 P: Um. (pause) 
 
123 R: Like any services at all that might help Wyona? 
 
124 P: Uh, taxis. We were thinking about getting taxi 
 coupons, taxi coupons to go to bowling if we're not 
 around. 
 
125 R: Yes. Does the Deaf Blind Organisation help in any 
 way? 
 
126 P: Um, I don't know. (laughs) 
 
127 R: You don't know? 
 
128 P: No.  
 
129 R: What about the Blind Society? 
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130 P: With the services? I think someone must - I haven't 
 - no one's told me about anything like that. I haven't 
 asked or anything, but Mum has said that these will be   
 made available. So, so, I don't know who's supplying 
 them. 
 
131 R: Yes, I have heard of them, yes. Blind Society has 
 them, yes, they're good. OK. So, you mainly help with 
 driving. Is there any other type of help you give for 
 Wyona to have social contact, in the way of 
 communication? 
 
 
132 P: Well, she has a friend Jodie who she sees, so we 
 take her shopping, and things like that with Jodie. 
 
133 R: Oh, yes, good. Do you ever go out with Wyona - to 
 dinner, recreational activities, picnics, holidays, 
 things like that? 
 
134 P: Not as much as I'd like to. I'd like to do those 
 sort of things, but you get so caught up with day to day 
 life that you just, you do your own thing, and she does 
 her own thing, and so we've got to fit it in round both 
 of us, and it's hard. 
 
135 R: Yes. In the future, what kind of social contact or 
 support do you expect to provide? 
 
136 P: Um. (pause) 
 
137 R: Will it be like it is now, or more? 
 
138 P: More. (laughs) 
 
139 R: More probably. Does that worry you? 
 
140 P: No. 
 
141 R: No? 
 
142 P: No. I should be doing more.  
 
143 R: (laughs) What kind of emotional support does Wyona 
 need? 
 
144 P: Um, sometimes she gets very frustrated with 
 everything. Especially being, um, partly blind, she wants 
 to be able to drive and she can't and she sees that I can 
 drive and John can drive, and she wonders why she can't. 
 I have to explain to her the circumstances and try and 
 help her deal with it. She gets very frustrated and sad 
 about it. 
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145 R: Yes. Is she ever jealous, of the brothers and 
 sisters? 
 
146 P: I'd say so. We all have, you know, jealousy comes 
 into it sometimes, I think, whether you've got a 
 disability or not, I think. (laughs)  
 
147 R: So, are there any other ways in which you would 
 provide emotional support at the moment? 
 
148 P: No. 
 
149 R: No, you explain things to her? 
 
150 P: Explain things? 
 
151 R: When she doesn't understand and is frustrated, you 
 try to explain it. 
 
152 P: Yes, yes. 
 
153 R: Will you continue to do this in the future? 
 
154 P: Of course. 
 
155 R: Does she feel isolated very much? Isolated? 
 
156 P: I'd say she would. Being deaf, she can't just sit 
 back and enjoy a conversation. She's always asking us 
 what we're talking about. (pause) Sometimes it's very 
 hard to explain certain things that we're talking about, 
 sometimes. 
 
157 R: Yes. (pause) So, you are quite happy to continue to 
 support Wyona emotionally in the future, and it doesn't 
 worry you? 
 
158 P: No.  
 
159 R: No concerns? 
 
160 P: No. 
 
161 R: We mentioned this topic before about accommodation, 
 but what living arrangements does Wyona have at the 
 moment? 
 
162 P: She lives at home. 
 
163 R: With your parents. 
 
164 P: Yes. In her own room. 
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165 R: I see. Is there any respite care available if your 
 parents took a holiday and none of you would be home? Is 
 there any respite care available where she could stay and 
 have someone with her? 
 
166 P: She's always got someone - either me or Mum and Dad. 
 I don't think we'd just leave her anywhere. She would 
 either come on the holiday or someone would be at home. 
 
167 R: Have you ever stayed at home with Wyona while the 
 others went away? 
 
168 P: Yes. In January. (laughs) 
 
169 R: Oh, how many weeks was that? 
 
170 P: Two. Mum and Dad went to Mildura in Victoria. 
 
171  R: Oh, how did it go? 
 
 
172 P: It was great! I sort of told everyone what to do 
 (laughs) and took over being Mum. Got Wyona doing the 
 dishes and things like that. She didn't like that one 
 very much, being told what to do. (laughs) 
 
173 R: (laughs) How often does that happen? 
 
174 P: Not very often. It's too expensive to go on holidays 
 all the time. (laughs) 
 
175 R: (laughs) Do you think you might ever have a holiday 
 away with Wyona, like a mystery flight, overnight? 
 
176 P: You never know. You never know, if we both have the 
 same money at the same time, then you never know. I was 
 thinking of taking her to the snow actually, but not this 
 year, I don't think. She loves the snow. 
 
177 R:  (laughs) Oh, it would be fun. 
 
178 P: Yes. 
 
179 R: So, you said before about living arrangements in the 
 future, you were hoping that Wyona may be able to live in 
 a unit in the future? Yes, and would it be public housing 
 or just private accommodation, do you think? Would there 
 be a support person around? 
 
180 P: Oh, I don't know. It'd be somewhere close where, if 
 there wasn't a support person, either I or Mum and Dad 
 could regularly visit, every day, to see how she was 
 going. Or stay overnight, or / 
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181 R: /Yes. In the future, do you think it would concern 
 you about you would fit it into your own life? If you 
 have a family and a husband and children? 
 
182 P: Yes and no. It would be hard, but it's family so 
 you'd manage. 
 
183 R: Do you think your brothers might take a part too? In 
 having some responsibility? 
 
184 P: Probably not. (laughs) They are pretty lazy. 
 
185 R: Are you and Wyona closer? 
 
186 P: Sometimes we are and sometimes we're not. Yeah. Just 
 like normal sisters really, you know, sometimes you fight 
 and sometimes you don't. (laughs) 
 
187 R: Yes. (pause) You were saying too that Wyona does 
 need to learn certain skills at the moment such as 
 handling her business forms and maybe learning to manage 
 her own unit. So, who takes responsibility at the moment 
 to teach her these new skills? 
  
188 P:  Probably Mum. 
 
189 R:  Is it a service or family? 
 
190 P: Probably family. 
 
191 R: Probably family. Yes, family. Are there any services 
 that teach that sort of thing / for the deaf-blind? 
 
192 P: / I don't know. I'm pretty sure there are. I think 
 there are the housing places where they sort of look 
 after them and they put them into their own sort of 
 rooms. 
 
193 R: Yes. Are there any other new skills Wyona needs to 
 learn at the moment? 
 
194 P: Not that I can think of. 
 
195 R: I see. You mentioned that when Wyona was frustrated 
 you explained why she wasn't able to do things. So you 
 were trying to explain life to her - teaching. Do you do 
 this much? You try to explain situations to her? 
 
196: P: Occasionally. 
 
197 R: Mm, occasionally. Can you think of any other little 
 things you help with, to teach or explain to her? 
 
198 P: (pause) (laughs) No. 
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199 R: You can't think of anything at the moment. Alright, 
 yes. (pause) So, some of these things you said, I think, 
 Wyona will need to learn some new skills in the future, 
 about how to run a unit and how to manage business. Is 
 there anything else she might need to learn in the 
 future? 
 
200 P: (pause) Can't think of anything. 
 
201 R: OK, I see. And you would be happy to go on helping 
 Wyona learn and understand in the future? 
 
202 P: Yes. 
 
203 R: And it doesn't worry you at all? 
 
204 P: No. 
 
205 R: I see. How often does Wyona attend meetings? 
 
206 P: With the Deaf and Blind Society? 
 
207 R: Anywhere, anywhere or government departments. 
 
208 P: Um. 
 
209 R: Maybe ones that try to improve quality of life, 
 perhaps? 
 
210 P: She used to attend the Deaf Society but she hasn't 
 done that for years now. Not since I was at school. 
 
211 R: I see, yes. Which family member went with her? 
 
212 P: Dad. 
 
213 R: I see. Have you ever been to any of those meetings? 
 
214 P: No.  
 
215 R: I see. Have you ever had to do any advocacy for 
 Wyona?  
 
216 P: What do you mean? 
 
217 R: Any advocacy. Advocating to have her needs met? 
 
218 P: (laughs) No. 
 
219 R: Like, did you ever want a service for Wyona and had 
 to go to a meeting like at a government department and 
 try to push for it on her behalf, so that Wyona could get 
 the service? 
 
220 P: No. 
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221 R: No, you haven't done that, no. Would it be likely to 
 happen in the future? If Wyona needed a special service 
 or funding to help her with independence, do you think 
 you might need to help her, go to meetings? 
 
222 P: If Mum and Dad wasn't available, I would. 
 
223 R: If Mum and Dad weren't available, you would. I see, 
 yes. (pause) Does that concern you? 
 
224 P: No. 
 
225 R: No concerns?  
 
226 P: No. 
 
227 R: OK, yes. (pause) We are nearly finished, but there 
 are a few more questions. What other responsibilities do 
 you have in relation to Wyona? 
 
228 P: None. 
 
229 R: None that you can think of. No. And are there any 
 other concerns that you have?  Yes, I'll ask that first. 
 Do you have any other concerns now or for the future? 
 
230 P: Well, not that - well, I've already said the ones 
 I'm most concerned about. 
 
231 R: OK. 
 
232 P: But I, I would like to see her get married one day. 
 That's a concern because it's very hard. She doesn't meet 
 that many men that she finds appealing, I guess. (laughs) 
 
233 R: Yes. 
 
234 P: I'm concerned that she won't have kids, I guess, 
 because she really wants one.  
 
235 R: Yes. How do your responsibilities towards Wyona fit 
 into your own commitments - that is, your social 
 activities, your family plans, ah, your family plans and 
 your work? 
 
236 P: Well, they fit in pretty well because Mum does, ah, 
 Mum does her shopping on Wednesdays and that's the day 
 Wyona has to go bowling, so it fits in perfectly. We 
 just, you know, move it all around, you know, so it does. 
 
237 R: And you have plenty of time at the moment to cope 
 with it? It doesn't demand too much time? 
 
238 P: It doesn't for me. 
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239 R: No, not for you. 
 
240 P: No. 
 
241 R: And, in the future, do you think these 
 responsibilities will fit in, if you have a family, and 
 children, and a career? 
 
242 P: It'd be hard. (laughs) I think we'd have to live 
 near public transport. Definitely. 
 
243 R: And do you have any concerns about, if you have a 
 husband in the future, if the husband will accept Wyona? 
 
244 P: Am I worried that he won't accept her? 
 
245 R: Yes. 
 
246 P: Well, if he doesn't, (laughs) too bad! 
 
247 R: (laughs) 
 
248 P: But most, like the boyfriends I have had have always 
 gone out of their way to be pleasant to her. Even some 
 have learnt sign language. That was the one I was engaged 
 to. 
 
249 R: Oh, have they? Yes. 
 
250 P: And she certainly tells me when she doesn't like the 
 boyfriends. She has her own opinions. She doesn't like 
 the one I'm with at the moment. (laughs). Reckons his 
 hair is too long! 
 
 
251 R: Oh, does she? (laughs) Do you have any concerns 
 about your children and disability, because of Wyona? 
 
252 P: No. 
 
253 R: So, no concerns about genetics? 
 
254 P: No. I don't think so. 
 
255 R: Nearly finished. So, on the whole, do you feel happy 
 with your present responsibilities? 
 
256 P: Yes. 
 
257 R: I see. And how do you feel about your potential 
 future responsibilities? 
 
258 P: Fine, fine. (laughs) 
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259 R: I see, yes. What kinds of support or help do you 
 feel you could use now or in the future if they were 
 available, to make life better for Wyona and for you, her 
 brothers and sisters? Do you think you could do with 
 services that might help to share some of the 
 responsibilities? 
 
260 P: The taxis are a good idea. Just in case we have car 
 troubles. 
 
261 R: Taxis, yes. 
 
262 P: Yes. 
 
263 R: Is there anything else that would help? In the area 
 of communication? Or teaching? 
 
264 P: Yeah, there should be, um, things available for more 
 work experience and things like that. 
 
265 R: Oh, yes, oh, yes. Do you feel she gets adequate 
 recreation in the community? 
 
266 P: No. 
 
267 R: No, no. Work experience - does Tafe provide any of 
 this? 
 
268 P: I think she did a nursery course through Tafe 
 actually. A while ago now. 
 
269 R: Oh yes. Do you think that a service to help deaf-
 blind persons find placements for jobs would be 
 beneficial? 
 
270 P: Well, there's one for us, so there should be for   
 everyone. 
 
271 R: So, this is a gap in services for Wyona? It would 
 help all of you if she could get a job and training for a 
 job? So, work experience is the main gap. Do you think 
 she is doing OK for leisure skills? You don't think she 
 could benefit from courses to help her use leisure time? 
 
272 P: Yeah, well / 
 
273 R: / Craft? 
 
274 P: Yeah, sewing and stuff like that would be good. Oh, 
 she used to do cooking classes at the uni.  
 
275 R: Oh, yes. Has that finished now? 
 
276 P: I think so.  
 
277 R: And she cooks at home now?  
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278 P: Occasionally. 
 
279 R: Occasionally. 
 
280 P: When she wants to, yeah. 
 
281 R: Mm. And you're all happy to let her cook? 
 
282 P: Yes. (laughs)  
 
283 R: Do you try her cooking? (laughs) 
 
284 P: I tried her scrambled eggs and they were fine.  
 (laughs) I didn't make them, so / 
 
285 R: / Oh, yes. (laughs) Well, I realise you're in a 
 hurry to go and I have finished all those questions. You 
 have been very very helpful. 
 
286 P: Oh, that's great. 
 
287 R: I have appreciated your coming. We could have gone 
 on talking if there had been more time. But thank you. 
 
288 P: No worries. Yep. 
 
289 R: Thanks very much. I hope all goes well for you in 
 the future. 
 
290 P: You too. 
 
291 R: When I finish this research job, I will send you a 
 summary of the findings, and let you know what I found 
 out. 
 
292 P: That would be great, yeah. 
 
 
293 R: I am interviewing some other siblings too in the 
 next two weeks, others who have a deaf-blind brother or 
 sister. They are all over the place - in Toowoomba. 
 
294 P: Wow. 
 
295 R: (laughs) You were the first. 
 
296 P: Was I? 
 
297 R: Wonderful. Thanks for making such an effort to get 
 here when you're so busy. 
 
298 P: No worries. 
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Interview 5 
 
2nd May 1996 
 
1 R: Ah, what caused your sister's disability? 
 
2 P: Um, Mum had German Measles when, when she was born, 
 so she's been blind since birth. 
 
3 R: Since birth, oh, yes. And deaf? 
 
4 P: Ah, she needs hearing aids to hear. (pause) But 
 she's also mentally handicapped. 
 
5 R: Hearing aids? Oh, does she? Yes, handicapped. Does 
 that mean she learns more slowly?  
 
6 P: Yeah. 
 
7 R: But she does learn? She can learn? 
 
8 P: Yeah, um, she can learn but yes, more slowly. Um / 
 
9 R: / Yeah, more slowly, yes. (pause) How independent, 
 is her name, what is her name? 
 
10 P: Katrina. 
 
11 R: Katrina. 
 
12 P: Katrina.  
 
13 R: I thought so. 
 
14 P: (laughs) Good. 
 
15 R: How independent is Katrina in day to day living? 
 
16 P: Um / 
 
17 R: / I'll give you a sheet for you to tick off the ones 
 she can do. 
 
18 P: Oh, OK. Yep, yep. 
 (pause) 
 
19 R: Not shopping, no. 
 
20 P: I'll tell you about it later if you like. 
 
21 R: Yeah. Not banking, no. Mobility, yes. Taxis, oh yes, 
 and not public transport. (pause) Health care and 
 maintenance, OK with that. Is it? (pause) In these areas 
 of daily living where Katrina needs assistance, how is 
 that responsibility shared among family or services or 
 friends? 
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22 P: Um, Mum does most of the things. I mean, her, her 
 normal daily living Mum doesn't have much to do with. Um, 
 the main thing that, the main things that she probably 
 helps with, um, are when she's shopping. Katrina doesn't 
 actually go to the shops at all. They've just got a local 
 storekeeper, a 7 to 7 store, and he delivers the food to 
 Katrina. She rings up and orders it, and Mum arranges to 
 make sure that Katrina's got enough money to pay for it. 
 But Katrina doesn't have a, um, / 
 
23 R: / Oh yes. / 
 
24 P: / big grasp of money and what its worth is, um, so 
 she needs Mum's help a lot in that. 
 
25 R: Oh, yes. 
 
26 P: But Mum looks after that, within the family. 
 
27 R: Yes. 
 
28 P: And Katrina lives in a little granny flat by 
 herself, and she looks after all her cooking and 
 everything. 
 
29 R: Oh, does she? 
 
30 P: Yeah, but that's, that's only been for the last two 
 years or something, when she went to - Bryce House? I 
 don't know if you've heard of that before? 
 
31 R: Oh, mm, I have heard of Bryce House, yes. 
 
32 P: Previous, previous to that, um, Mum did basically 
 everything for her. 
 
33 R: Oh. 
 
34 P: So, Bryce House was really good for Katrina, and 
 she's become a lot more confident in looking after 
 herself, and matured. 
 
35 R: Mm. 
 
36 P: And since then, even her communication has become a 
 lot better. 
 
37 R: Mm. Oh, yes.  
 
38 P: She's really come out of her shell. 
 
39 R: So, so you would say Katrina has come such a long 
 way in a short time? 
 
40 P: Oh, yes, definitely. / 
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41 R: / Independence? 
 
42 P: Within herself, yeah.  
 
43 R: Mm. (laughs) 
 
44 P: Which is good. 
 
45 R: Oh, yes! Ah, what things do you do to help Katrina? 
 
46 P: Um, probably not a lot now because I don't actually 
 live with my sister. I live in a different house by 
 myself. / 
 
47 R: / No, no. Oh. 
 
48 P: Um, but when I was living at home, probably not a 
 lot in the day to day type things but it was just 
 explaining things if I were around and things like that, 
 because Mum took it upon herself to do that, those sort 
 of day to day things and I was at work all the time, so, 
 it's only / 
 
49 R: / Yes. What sort of things do you explain? 
 
50 P: Um, actually, mainly, mainly, she loves, she likes 
 radios and things like that, so when she got a new one, 
 I'd show her how to use it and things like that. Um, and 
 when we were out I suppose if we saw anything, I'd 
 explain what it was. 
 
51 R: Oh, yes. 
 
52 P: Yeah. But show her how to use things, mainly. You 
 know, if we got something new in the house, I'd show her 
 how to use it, and teach her how to use it, I suppose, 
 where Mum and Dad probably didn't have the time or didn't 
 really, oh, not didn't really want to show her but, um, 
 didn't have the time to or the inclination to.  
 
53 R: Yes. Oh, yes. Mm. So, Katrina must have learnt quite 
 a lot from you about these different gadgets? 
 
54 P: Um / 
 
55 R: / Equipment? 
 
56 P: Yeah, she would've, but, I, I think I've tried to 
 make her feel, um, how do I put it, (pause) good about 
 what she can learn to do herself without using these type 
 of machines when she can't see, where Mum and Dad 
 probably didn't have enough time to do that and didn't, 
 yeah, that, I showed her so that she'd have the 
 confidence to use it herself. 
 
57 R: Yes. Does she have a computer? 
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58 P: She doesn't have a computer, no. I've got one at 
 home that she's played on before, um, but no, she doesn't 
 have one. 
 
59 R: (laughs) Do you think / she will learn it one day? 
 
60 P: / But she knows, but she knows how to use a video 
 and everything like that. 
 
61 R: Video, did you say? 
 
62 P: A video player. 
 
63 R: Video. Oh, can Katrina see that? 
 
64 P: Ah, she can't see it, no, but she knows how to use 
 it, because she, she's got a video in her own house and 
 she likes, ah, listening to the programmes, I suppose. 
 Like, she'll tape them and then listen to them. 
 
65 R: Mm. Listen. Yes.  
 
66 P: And she enjoys watching the colours on the screen. 
 
67 R: Have you ever had to help her choose equipment for 
 her house, like washing machines or anything like that?  
 
68 P: Ah, no, Mum normally would do that. 
 
69 R: No. Would do that, oh, yes. 
 
70 P: Yes. 
 
71 R: Ah, have you ever had to do things like drive 
 Katrina anywhere? 
 
72 P: Oh, yeah, at times I've had to. Um / 
 
73 R: / At times. 
 
74 P: Yeah, not very often because normally Mum would 
 organise that or Katrina would get a taxi now. I think 
 Katrina probably feels more confident, confident getting 
 a taxi anyway because it is her doing it rather than 
 someone else doing it for her. Um, but at times I've had 
 to, yeah, and it's, it's good fun. She quite enjoys it in 
 the car. She listens to the music she wants to and she, 
 she has a great time. Whereas if she's in Mum and Dad's 
 car, she has to listen to their music. (laughs) 
 
75 R: (laughs) (pause) Ah, yes. In, in the future, if your 
 parents become unable to help Katrina at all, ah, how do 
 you think she will manage? 
 
76 P: Um, I / 
                                                         203 
 
77 R: / Do you think, do you think you will have a role to 
 play there? 
 
78 P: Oh, definitely. I, I don't think that Katrina will 
 ever be able to be completely independent, however, I 
 don't think it's going to be, er, something that you'd 
 have to have day to day, ah, you wouldn't be a day to 
 day type, um, thing that you'd have to be worrying about 
 all the time. It would be more an overviewing type of 
 thing where I think the set up that she's got at the 
 moment with Mum and Dad where she lives in a granny flat 
 would be ideal, where you, you know, just keep an eye on 
 things, to make sure things are going OK, um, / 
 
79 R: / Oh, yeah, a granny flat?  
 
80 P: Yeah, yeah. / 
 
81 R: / You mean like a supervisor, someone to keep a 
 watch? 
 
82 P: Ah, not really a watch, but, just, yeah, just a 
 watch over things but not so that she would know,  because 
she'd still have to feel independent. But, just a  watch over 
the money, um, because she'd be very, very  vulnerable to 
someone trying to get her money, because  she doesn't 
understand the worth of money. 
 
83 R: Oh, yes. 
 
84 P: Yeah, and, you know, just making sure that, yeah, 
 just making sure that things are, are clean, like food 
 preparation areas, where she wouldn't realise that 
 they're not clean / 
 
85 R: / Do you think you would go around regularly to  
 help her sort out money in the future? 
 
86 P: If Mum and Dad weren't there / 
 
87 R: / Or organise someone to help? 
 
88 P: I'd do it, I, I would help her, yes. 
 
89 R: If they weren't there? 
 
90 P: Yeah, but I would think that / 
 
91 R: / You would help her? 
 
92 P: Oh, definitely, yeah. 
 
93 R: Would that mean you would have to live close? 
 
94 P: Yes. 
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95 R: Oh, yes. 
 
96 P: Definitely. 
 
97 R: Ah, does this concern you at all? 
 
98 P: No. And / 
 
99 R: / No. 
 
100 P: No, not at all, and what my mother was worried 
 about, what my mother was worried about and, I suppose me 
 as well, is what my future wife would think of that. Not 
 only, ah, with that type of looking after my sister, but 
 also whether or not there was something in my, ah, genes 
 which meant that their children also could have problems 
 if they married me. So, that's something that's con, that 
 has previously concerned me and Mum. But my girlfriend 
 now loves Katrina. She really gets along well with 
 Katrina. And I, I don't think that she would even see, 
 I'm sure that she would be more than glad to help look 
 after Katrina too, if that's what happens. 
 
101 R: Mm. 
 
102 P: But, as time goes by, I think Mum can see that one 
 day she's not going to be able to look after Katrina.  
  
 
103 R: Ah, well, I understand you, ah, I believe other  
 adults worry about their future wife may not accept the 
 brother or sister with a disability / too. 
 
104 P: / Yep. 
 
105 R: Ah, and I have heard that some also get anxious 
 about the genetic side. 
 
106 P: Exactly, yeah. 
 
107 R: Katrina's handicaps are caused by chance, weren't 
 they?  
 
108 P: That's right. They're not genetic whatsoever. / 
 
109 R: / Chance. Rubella. 
 
110 P: They're not genetic because of the German measles. 
 
111 R: Yeah, no, no. 
 
112 P: So, that's not a concern. But, um, for example, if I 
 brought a girl, girl home, a girlfriend home, um, she may 
 not understand that it's not genetic, because that person 
 may not have had any contact with anyone with a 
 disability before. 
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113 R: Oh, yes, no, no. She may not understand?  
 
114 P: Yeah. But my girlfriend Toni, she seems to be, she's 
 really good, she understands, she seems to understand. 
 (pause) So, it's not a concern for me. 
 
115 R: Oh. She understands the difference? 
 
116 P: Mm.  
 
117 R: Do you think, do you think that maybe the genetic 
 concern might have also been a concern over whether you 
 might have a child with a disability, even if it wasn't 
 genetic? Does that worry you? 
 
118 P: No. (pause) I think it's a, it's a, it's a very 
 unlikely chance that I think that I would have disabled 
 people, you know, would be just as unlikely as anyone 
 else, so it's not a concern to me. / 
 
119 R: / Same for everybody who has children. 
 
120 P: Yeah, because Katrina's disability is not genetic. 
 
121 R: Because Katrina's disability is not genetic. No, no. 
 
122 P: Yeah. 
 
123 R: (laughs) Yes. (pause) We've covered a bit of this 
 already.  
 
124 P: Mm. 
 
125 R: Yes, and it's about, ah, finance and you have 
 already explained that Katrina is not able to cope 
 completely independently with money and that your mother 
 helps mostly at the moment but, yes, you said you would 
 be prepared to help in the future, should the need arise. 
 
126 P: Yes. 
 
127 R: Um, does Katrina find her pension adequate for 
living?  If / 
 
128 P: / Yes, but, um, that may have a lot to do with the 
 situation in which she lives, where she doesn't have to 
 pay rent. Um, if it meant, if Mum, if something happened 
 to Mum and Dad where she had to live somewhere else, the 
 pension may not be adequate. 
 
129 R: Yes.  
 
130 P: And the other problem is too is how long is the 
 pension going to last. I mean, in twenty years' time, is, 
 is the pension going to be there? 
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131 R: Mm, yes.  
 
132 P: Now, I don't, I think that I would be in a situation 
 where I'd be able to afford to, to, ah, look after 
 Katrina if the need arose anyway. 
 
133 R: Do you think, yes, (pause) yes, pension may not be 
 there. Yeah. Well, I see. (laughs) But, at the moment, 
 she doesn't need any help? 
 
134 P: Nup. 
 
135 R: No, no / 
 
136 P: / It's more than adequate for her at the moment. 
 
137 R: But, if she needed it in the future, you'd be happy 
 to help? 
 
138 P: Yeah, as long as I could afford to. 
 
139 R: Do you think (laughs) yes. Do you think if there was 
 some sort of legal arrangement available in Queensland 
 where a person could take responsibility for the finances 
 of someone who couldn't cope with their own, do you think 
 that would be necessary? If they had it in Queensland? I 
 think it's called conservatorship. 
 
140 P: No, I don't like it. / Hate it. 
 
141 R: / No. You don't like that? No. You hate it. / You've 
 heard of it? 
 
142 P: / Because it means someone, someone else. Yeah, I 
 have. Because it means that someone else other than 
 someone in the family can, um, take control over Katrina. 
 And because Katrina is so vulnerable and, ah, is very 
 easy to persuade, it's very easy for someone in a 
 government department to take advantage of her. Because, 
 while, whilst there might be laws in place that are 
 trying to protect, to try and protect people, it's got 
 humans which are carrying out the work, so it's very easy 
 for them to maybe not, um, go by their guidelines and 
 therefore take advantage of Katrina.  
 
143 R: Yes. Have you heard anything about that, ah, that 
 legal conservatorship? 
 
144 P: All I've heard, all I've heard is Mum talking about 
 what the solicitor said, ah, which was that someone 
 employed by the government could take over control of 
 Katrina's finances on her behalf because she's not able 
 to do it herself. And it's nothing to do with Mum or Dad. 
 They have got no control over that. (pause) And Katrina 
 was left an inheritance, which I was too, um, / 
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145 R: / I heard it. Yes. 
 
146 P: Yeah, um, so someone could / take her money.  
 
147 R: / After they're eighteen. I think it's after they're 
 eighteen. 
 
148 P: Ah, no, Katrina was / twenty-three. 
 
149 R: / If they don't have anyone to care for them. No. 
 
150 P: That's when Katrina got the inheritance. 
 
151 R: Oh, yes. (pause) Mm, yes. So you're hoping the 
 family and then later on you will help Katrina, so that 
 no one will have the chance to take advantage of her? 
 
152 P: Yeah. 
 
153 R: Yeah, mm. 
 
154 P: I think if someone had to take, if Mum and Dad died 
 and someone had to take control over Katrina's financial 
 situation, um, I'd, I would like to do that above anyone 
 else because I wouldn't take advantage of Katrina. 
 (pause) I don't want anyone from a government department. 
 
155 R: No, no. (pause) Has anyone discussed it with 
 Katrina? 
 
156 P: Sorry? 
 
157 R: Has anyone discussed it with Katrina, a little bit 
 with Katrina? 
 
158 P: Um, not really, because she probably wouldn't 
 understand the concepts. As I said, she has got, ah, a 
 limited understanding of the worth of money. 
 
159 R: The concepts. I see, yeah. Limited understanding, 
 yes, yes. Are there any other concerns for the future, 
 apart from the concern of someone taking advantage of 
 Katrina and her finance, in this area? 
 
160 P: Um, well, no, not really but just as long as no one 
 else from a government department can take control over 
 anything else Katrina does and make any other decisions 
 for her, not only with her finances, but where she lives 
 and things like that. That's, that's the main thing, 
 yeah, and that the pension keeps on going too, I suppose, 
 and that she can, I mean, whilst I'm happy to provide 
 finance where it's necessary, um, if she can, can live by 
 the pension, I mean, she can then be fully independent.  
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161 R: Ah, yes, mm. Independent, mm. If your parents 
 weren't here in the future and you found you had to be 
 transferred in a job to a different city, would Katrina  
 go too? 
 
162 P: If Mum and Dad weren't here, she'd have to. 
 
163 R: Yeah.  
 
164 P: Because they've got, while they've got aunties and 
 uncles and everything, um, I'd prefer to take, I'd prefer 
 to have Katrina with me.  
 
165 R: Yes. Mm, oh, yes. Good. Ah, I'll just have to find 
 my place in the braille. We have covered a lot. (laughs) 
 Ah, now, I'm way behind, ah, just a minute, ah, yes. How 
 much assistance does Katrina need to make or maintain 
 social contact and community involvement? Like to go out 
 and visit, or go out to clubs? 
 
166 P: How much, sorry, how much assistance? 
 
167 R: How much assistance does she need? 
 
168 P: Um, a, a fair bit. Um, when she would normally go 
 out, unless it's, um, a special club that is for 
 handicapped people, I would suggest that someone would 
 have to be with her all the time. But, having said that, 
 um, she goes to a place, I, I forget the name of the 
 place where she goes on holidays, Going Roving I think, 
 no, I think it's Going Roving, where she goes by herself 
 and she has a great time.  
 
169 R: Roving. Oh, yes, what is Roving? Oh, yes, Roving, 
 Going Roving. Oh, yes. 
 
170 P: But it's, it's, it's more a question of whether or 
 not we, being the family, would trust the other people 
 with Katrina or that they wouldn't take advantage of her 
 or make sure that she's looked after all the time, more 
 so than whether or not, um, she would do anything out of 
 turn. That's, that's social interaction, I mean. 
 
171  R: Yes. Oh yes. Who helps Katrina? 
 
172 P: Who helps? 
 
173 R: Who helps Katrina? 
 
174 P: Mum.  
 
175 R: Mum, mm, yes. Do any friends? 
 
176 P: Ah, yeah, she's got, she's got one friend who, um, I 
 think she was / 
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177 R: / A friend who helps? 
178 P: Yeah, yeah, she was part of a scheme, I think, I 
think it was from the government whereby some, whereby 
people that were doing a course, um, came out and spent 
time with, with Katrina as being a friend, um, having 
interaction with a handicapped person. But this person's 
gone further than just that course and has become a good 
friend to Katrina, which is good to see. She'll take 
Katrina out, ah, they go to the shops, ah, go and watch a 
movie, go down the coast, and it's, it's good because it 
gives Katrina a friend out, it gives Katrina a friend 
that's outside of Mum's, um, / 
179 R: / The coast, yes. 
180 P: Gives Katrina a friend that Mum, where she can talk 
about things where Mum's not around. 
181 R: Oh, yes, yes. 
182 P: Talk about things at home and things like that. 
183 R: Things, yes. Mm, yes. Oh yes. (laughs) And, ah, what 
other services help Katrina with social contact and 
outings and things? 
184 P: Taxis, so she can get around. 
185 R: Yes. To get there. 
186 P: Yeah, that she can get around by herself, without 
having to worry Mum. Katrina's actually got a good taxi 
driver who, um, he know, she knows and she uses just this 
one taxi driver and, if he can't help her, he will 
arrange another taxi driver that he knows to get her to 
where she wants to go. 
187 R: Oh, yes, yes. 
188 P: So, not only are they reliable on time, but they 
also are / 
189 R: / I see. / 
190 P: / are genuine people that won't take advantage of 
Katrina, both financially and physically. 
191 R: Oh yes, mm, yes. Oh, yes. Ah, when she's at the 
place, can she walk around independently? 
192 P: Sorry, what? 
193 R: When she gets to her place, can she find her way 
about independently? 
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194 P: That, at home, you mean? 
 
195 R: I mean when she goes out by taxi. 
 
196 P: Oh, OK, um, the only time she would be able to get 
 around is if she has been to the place before numerous 
 times. She goes to Tafe and I would think that there she 
 would be able to get out of the cab and go where she 
 wants to go. 
 
197 R: Oh, yeah, before, yes. 
 
198 P: And, like, if she came over to my house, she would 
 know where to go. She knows the house well because she's 
 been there before. 
 
199 R: Oh, yes. Oh, yes. 
 
200 P: But she wouldn't have enough confidence going 
 somewhere that she hasn't been before and just walk 
 around. She'd need someone to help her. 
 
201 R: Not enough confidence, yes. 
 
202 P: Yeah. 
 
203 R: She hasn't been before. 
 
204 P: Yeah. 
 
205 R: How often does she visit you in your place? 
 
206 P: (laughs) Not, not, not very often (laughs) but 
 neither do Mum and Dad. (laughs)  
 
207 R: (laughs) Well, has Katrina ever been to visit you 
 without her parents? 
 
208 P: No.  
 
209 R: Ah yes. When they visit you, do they go for a meal? 
 
210 P: Um, sometimes. I normally go to their place more 
 than anything. 
 
211 R: (laughs) Sometimes. (laughs) How often is that? 
 
212 P: To their place? Probably once a fortnight, maybe, if 
 they're lucky. (laughs) 
  
213 R: Oh, once a fortnight. (laughs) 
 
214 P: Because I work such long hours, um, and trying to 
 have a relationship as well as doing uni, it becomes very 
 difficult at times.  
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215 R: Oh, yes. Mm, yes. Oh, yes. Mm, it would, yes, it 
 would. Very busy. Ah, (pause) so, you would see Katrina 
 about once a fortnight? 
 
216 P: Yeah, but sometimes / 
 
217 R: / Yes. 
 
218 P: But sometimes she rings and just talks to me. She'll 
 pick up the phone without Mum knowing and ask me a 
 question. Er, we went somewhere / 
 
219 R: / Oh, does she? 
 
220 P: Yeah. We went somewhere as a family the other day / 
 
221 R: / (laughs)  
 
222 P: / where we didn't fit in one car and Katrina rang me 
 up and asked whether or not my girlfriend and I could 
 take her in our car, as opposed to Mum and Dad taking 
 her. 
 
223 R: (laughs) 
 
224 P: Mum didn't know anything about it. So, it was good 
 to see that she had enough confidence to pick up the 
 phone and give me a call. 
 
225  R: Yes. (laughs) Oh, yes, she / 
 
226 P: / Because previously when / 
 
227 R: / Confidence, had enough confidence / 
 
228 P: / previously she / 
 
229 R: / to ring, oh / 
 
230 P: / didn't really have enough confidence and wouldn't 
 ask anyone anything. 
 
231 R: Oh, wouldn't she? Mm. Confidence. 
 
232 P: Even if she wanted something, um / 
 
233 R: / Mm. To ask. / 
 
234 P: / she, she still wouldn't ask for it. Um, she'd 
 only, she'd wait for you to ask her and then she would 
 say yes or no. / 
 
235 R: / Oh, wouldn't she? / 
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236 P: / But she's changed a lot in the last few years 
 since she's been living in the granny flat. 
 
237 R:  She would wait, mm, to ask her, more confidence, few 
 years. Mm. Does she sometimes ring just for a chat too? 
 
238 P: Yes, sometimes. 
 
239 R: Mm. Sometimes. Um, (pause) has she ever been to a 
 restaurant with you, or a holiday? 
 
240 P: With / in a family unit? 
 
241 R: / Staying together? 
 
242 P: Yes, but ages, a long time ago. 
 
243 R: Oh, yes. 
 
244 P: Ten years ago, maybe. 
 
245 R: Oh, as children? 
 
246 P: Yes. 
 
247 R: Mm. As adults, has Katrina ever had to stay with you 
 while her parents had holidays? 
 
248 P: No, um, while I'd be happy doing that because I've 
 got room at home and I think Katrina would enjoy it, um, 
 they've usually worked their own holidays where she could 
 go away as well, not with them but with other handicapped 
 organisations. / 
 
249 R: / Yes. 
 
250 P: Because, I think Mum would feel uncomfortable, ah, 
 with leaving Katrina with me, thinking that it would be a 
 burden, but I'd be happy with it, because Katrina would 
 really enjoy it. / 
 
251 R: / Oh, yes. / 
 
252 P: / Because she seems to like her brother. (laughs) 
 
253 R: Yes. 
 
254 P: She treats me like a big brother even though I'm 
 younger than her. 
 
255 R: Mm. (pause) Oh, yes, yeah. Oh. (laughs) But you'd be 
 around her age? 
 
256 P: Ah, I'm five years younger. 
 
257 R: Oh, does she? Like an older brother? 
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258 P: Mm. 
 
259 R: Yes, oh, yes. Ah, how do you feel about her? Do you 
 think she'd be a younger sister to you? / 
 
260 P: / Yes. / 
 
261 R: / More than an older sister? 
 
262 P: Yes, because I can show her about things and she 
 looks up to me at times.  
 
263 R: Yeah, things, yeah, mm. It's interesting, mm. 
 (pause) So, in the future, you expect to go on having the 
 social contact and supporting Katrina as the need arises 
 / 
 
264 P: / Yep. 
 
265 R: And, you / 
 
266 P: / You mean if Mum and Dad weren't around, yeah, I 
 wouldn't have a problem with that. 
 
 
267 R: Yeah, were not here, yes. No problems, no. OK, any 
 concerns about this? 
 
268 P: No. 
 
269 R: No concerns? 
 
270 P: Only time concerns, whether I've got enough time to 
 do it. 
 
271 R: Time, mm, yes, time, yes. I see, yes. What kind of 
 emotional support does, does Katrina need at the moment? 
 
272 P: Ah, no more emotional support than a normal person. 
 She's very stable, I mean. 
 
273 R: Oh, yes. Ah, who provides the emotional support? 
 
274 P: Mum. Dad doesn't really have a big role to play in 
 that area, but he didn't in my life either.  
 
275 R: Either. He doesn't have a big role? I see, yes. So, 
 in the future, who will provide, who do you think will 
 provide, meet Katrina's emotional needs? 
 
276 P: Mum. / 
 
277 R: / If she doesn't have parents, do you think she'll 
 manage OK? 
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278 P: Um, I would think, she would need emotional support, 
 but that would be me if Mum and Dad weren't around. But, 
 thinking of it, I don't know what would happen if just 
 Mum, I don't know that Dad would cope. 
 
279 R: Yes.  
 
280 P: Because he doesn't seem to, um, I don't know, / 
 
281 R: / Doesn't think Dad would cope, mm, yes. 
 
282 P: He's, sometimes Dad's funny with Katrina. It's 
 almost as if, um, I know it sounds silly but, that it's 
 because Katrina's handicapped, it's a reflection on his 
 masculinity maybe. Like, at times he doesn't like to be / 
 
283 R: / Handicapped, yes. 
 
284 P: At times he feels embarrassed when Katrina, when 
 he's in public with Katrina. 
 
285 R: (laughs) Oh, embarrassed in public, yes. Oh, yes, 
 with her. Your Dad, a bit embarrassed because she is 
 handicapped. 
 
286 P: Yes. 
 
287 R: In public. 
 
288 P: Yes.  
 
289 R: Have you ever, do you feel that way sometimes? 
 
290 P: Um, I might have when I was a kid but I don't really 
 now, um / 
 
291 R: / A kid, as a kid. 
 
292 P: Yeah, as a child, because no other children had 
 handicapped people as part of their family, but I 
 definitely wouldn't be now. / 
 
293 R: / Oh, yes. / 
 
294 P: / Because Katrina's special. 
 
295 R: Oh, yes. No. Mm, yes. And also is it, do you think, 
 er, do you think that handicapped people are becoming 
 more accepted in the community than they used to be / a 
 long time ago? 
 
296 P: / Definitely. 
 
297 R: Mm, yes, so do you think that's the reason why it's 
 less embarrassing now? 
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298 P: For me, you mean? 
 
299 R: For people? For you? 
 
300 P: Ah, yeah, a bit more maturity, / I suppose.  
 
301 R: / Or just generally, with the integration? / 
 
302 P: / And being able to accept Katrina as a person other 
 than that. 
 
303 R: Are there any other concerns you have in this area 
 for the future? 
 
304 P: No, / not really. 
 
305 R: / On the emotional side. No, no. OK. And, well, I 
 have a topic of accommodation and respite care, and we 
 have covered a lot, and so Katrina is living in a granny 
 flat now and your parents take a lot of responsibility to 
 assist her where she needs it. 
 
306 P: Yes, she lives behind, she lives in a granny flat 
 behind their house. 
 
307 R: Oh, does she? 
 
308 P: But it's Mum, it's Mum that takes the 
 responsibility, not Dad. 
 
 
309 R: Oh, Mum, I see. Oh, responsibility, I see, yes. Yes. 
 Ah, does your father think it's your mother's job? 
 
310 P: Sorry? 
 
311 R: Does your father think it's your mother's job to 
 look after Katrina? 
 
312 P: Yeah. (laughs) 
 
313 R: (laughs) And what about respite care, if your 
 parents want to have a holiday and don't want to take 
 Katrina with them and you're, you're tied up at present, 
 what does she do about respite care? Has it ever arisen? 
 
314 P: No, and it wouldn't / 
 
315 R: / Oh, it hasn't arisen? / 
 
316 P: / No, and I don't think they would ever use it 
 either. Either they would not go away until Katrina could 
 go away with someone on a holiday, like on a, a 
 handicapped arranged holiday or they would make sure that 
 I could look after her. 
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317 R: Oh. 
 
318 P: And those would be the only options. I would not 
 see, they would never, they'd never send her anywhere 
 else. 
 
319 R: Oh, yes. Yes. 
 
320 P: I don't know what would happen in, if an accident 
 happened or anything where she needed to. I don't know 
 what would happen. I don't suppose we've ever thought 
 about it.  
 
321 R: Ah, yes. Are, are your parents a little reluctant to 
 use respite care services, or is it just that they don't 
 know of any suitable, (pause) a service that could help 
 out for a week or two?  
 
322 P: Um, I suppose because we don't see Katrina as a 
 handicapped person, we wouldn't really like to put her in 
 respite care.   
 
323 R: Oh, yes. Oh, yes, yes.  
 
324 P: Ah, it's not really that respite care, I mean, 
 respite care might be really good, but emotionally we'd 
 rather, we'd rather look after her ourselves or send her 
 on a holiday where she can enjoy herself, / 
 
325 R: / Oh, yes, emotionally / 
 
326 P: /  rather than make her feel as though we're putting 
 her into a home for a couple of weeks because we're too 
 busy for her or whatever. 
 
327 R: Send her on a holiday. Oh, yes, mm. Yeah, no, no. 
 Does Katrina go to any other clubs or things apart from 
 for the handicapped? 
 
328 P: No. 
 
329 R: You mentioned she goes to clubs for the handicapped 
 and holidays with handicapped people. Does she ever go 
 into integrated things where there aren't handicapped 
 people? 
 
330 P: The only time that she would go is with this other 
 friend of hers, who is not handicapped. 
 
331 R: Ah, yes.  
 
332 P: But, not, she wouldn't go by herself, no. 
 
333 R: Oh, yes. No. Yes. Would the family like her to be 
 mixing more with other groups that aren't handicapped 
 too? Or are you, yes? 
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334 P: Ah, I don't think that really worries them. 
 
335 R: No, that worries you, no. I see. Katrina is happy in 
 the groups, mixing with the handicapped?  
 
336 P: Yep. 
 
337 R: Mm, yes. (pause) We've already covered the next 
 question about the future, the type of living 
 arrangements for Katrina in the future. It'd be similar to 
 now? 
 
338 P: Yeah. 
 
339 R: You would hope it would be similar? 
 
340 P: Yeah. 
 
341 R: If possible? 
 
342 P: If possible. 
 
343 R: Yes, and maybe near you, if it was possible? 
 
344 P: Yep. 
 
345 R: Mm, good. And, if, if she still has her pension. Oh, 
 does Katrina have a job?  
 
346 P: No. I / 
 
347 R: / Oh, doesn't she? 
 
348 P: I don't think she would ever be able to work and 
 earn an income. 
 
349 R: No. Oh, ever work and earn an income, no. So, she's 
 never worked? / How does she spend her time? 
 
350 P: / Ah, in a sheltered workshop she's worked, / but, 
 um /  
 
351 R: / Oh, yes, workshop, mm. 
 
352 P: But that's never really earned an income. 
 
353 R: No. 
 
354 P: But she'd find it very difficult in private 
 enterprise. 
 
355 R: Mm. Yes. Is she still at that sheltered workshop? 
 
356 P: No.  
 
357 R: What does she do with herself / with her time? 
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358 P: / Ah, she goes, she goes to Tafe for three days a 
 week, I think. 
 
359 R: Ah, yes. 
 
360 P: And also spends some time with the Blind Society / 
 
361 R: / Mm. / 
 
362 P: / over at South Brisbane. I think it's the Blind 
 Society. 
 
363 R: Oh, yes. Does she? What is she learning at Tafe? 
 
364 P: Um, not, um, um, subjects that you would learn at 
 school or university but cooking, um, pottery / 
 
365 R: / Oh, at school, oh yes, like literacy, (pause) 
 pottery, yes / 
 
366 P: / yeah, um, and basic mathematics. 
 
367 R: Basic. 
 
368 P: Basically living skills. 
 
369 R: Oh, yes. I see. Yes. Ah, does Katrina need to learn 
 more skills at the moment? 
 
370 P: Um, the only thing that she can learn which is going 
 to take a long time is the value of money, and her 
 mathematics skills need to be better in that regard too. 
 
371 R: Oh, yes. Mm, yes. Maths skills, oh. Yes, so you 
 would say that it is a primary, you would say that it is 
 priority? 
 
372 P: Yes. 
 
373 R: You think she needs that most? 
 
374 P: Yeah. 
 
375 R: Mm, yes. Who is responsible for teaching her this? 
 
376 P: Um / 
 
377 R: / Tafe? 
 
378 P: Tafe and Mum too, I suppose. 
 
379 R: Yeah, Tafe. Mum, mm, yes. What she needs, just 
 through daily living as well as Tafe. They help? 
 
380 P: Yeah. 
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381 R: Yes. And you yourself teach Katrina things about 
equipment? 
382 P: Used to when I was at home, yeah. 
383 R: Yes, used to at home, oh, yes. Um, (pause) are there 
any other skills you think Katrina would need to learn in 
the future? 
384 P: No, um, I think, if she had money skills, um, she 
could integrate fairly well. 
385 R: Yes, yes. 
386 P: If she had money skills and, and mobility skills as 
well, ah, you know, there would be no reason why she 
couldn't look after herself basically. 
387 R: Oh, mobility skills. 
388 P: Like going to somewhere where she hasn't been 
before, and using public transport. 
389 R: Oh, yes, yes. 
390 P: Because it's too expensive to use taxis. 
391 R: Oh, yes, oh, yes, public transport, yes, it is, yes, 
it is, yes, even with vouchers. 
392 P: She's, she's got the vouchers but, still, ah, if 
you're using a taxi everywhere, it's very expensive. 
393 R: Very, mm, yes. (pause) So, so are you expecting 
that, in the future, you may have to help Katrina, ah, by 
orienting her to new environments? 
394 P: Yeah. 
395 R: You would help her the first time, a couple of 
times? 
396 P: Yeah. 
397 R: Yes. (pause) Are there any concerns here for you? 
398 P: No. 
399 R: No, just those. (pause) How often does Katrina 
attend meetings? 
400 P: A couple of times a month. 
401 R: Oh, yes, what, what type of meetings are they? 
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402 P: Um, Christian, ah, fellowship meetings. 
 
403 R: Ah, yes.  
 
404 P: C.B.F.Q., I think. 
 
405 R: I see. Yes. 
 
406 P: Mum goes with Katrina. 
 
407 R: Oh, does she? Does her mother drive her there? 
 
408 P: Yes, and goes with her as well, attends the meeting 
 with Katrina. 
 
409 R: And what, and, oh, attends the meetings with 
 Katrina. Mm. Ah, has Katrina ever had to attend meetings 
 to, ah, to aim for services to improve the quality of her 
 life, like at government departments? 
 
410 P: No. 
 
411 R: No. 
 
412 P: But Mum, ah, may attend those type of meetings with 
 Katrina but, ah, Katrina wouldn't necessarily do it by 
 herself, or she wouldn't do it by herself. 
 
413 R: No. Have you had to, ever had to go / to one of 
 those? 
 
414 P: / No. 
 
415 R: No. In the future, if the need arose, would you be 
 prepared to go to those sort of meetings? 
 
416 P: Yeah. 
 
417 R: Yes, mm. Have you any concerns about that? 
 
418 P: No. Again, time concerns. 
 
419 R: Yeah, time concerns. How it would fit in with your 
 own life? 
 
420 P: Yes, but it depends on how important it was to 
 Katrina as to whether or not it's a high priority for me. 
 If it's a high priority for me, I mean, I'd make time. 
 
421 R: Yes, yes, to Katrina, yes. 
 
422 P: But for instance, / 
 
423 R: / High priority, mm / 
 
424 P: / if it, if it was for, um, / 
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425 R: / Yeah, make time, mm. / 
 
426 P: / bus or train services or something where Katrina 
 doesn't use the train, I wouldn't worry about it, (pause) 
 because it's not something that directly affects Katrina. 
 
427 R: No. (pause) No, no. So, what other responsibilities 
 do you have in relation to Katrina? Please describe them. 
 
428 P: None really. 
 
429 R: No. I see. Are there any other concerns? 
 
430 P: No. The only responsibility / 
 
431 R: / No other concerns. 
 
432 P: The only responsibilities that anyone's really got 
 with Katrina is mobility and money. Other than that, she 
 looks after herself. And maybe a, a little bit of, um, 
 ah, looking over health to make sure that she's still 
 healthy and take her to the doctor if appropriate. 
 
433 R: Mm, yeah. 
 
434 P: But, other than that, she looks after herself. 
 
435 R: Yes, doctors, mm. Oh, yes, mm, yes. (pause) You have 
 already explained about your busy schedule and, so, this 
 question is probably answered or partly answered. It was 
 just how all these responsibilities fit in with your 
 own life commitments? 
 
436 P: They, they would have to. Um, my life is already 
 such that I have to prioritise things and, if the need 
 arose to, ah, have to take these responsibilities over, 
 then they'd become a priority so they'd have to do, oh, 
 you know, I'd have to make time to do that.  
 
437 R: Yes, mm. I see, yes. And that's the future, now and 
 the future, in the future? 
 
438 P: Yes. 
 
439 R: Yes. Ah, do you think your future wife will help 
 too? 
 
440 P: Yeah, that's if I marry my girlfriend / (laughs) 
 
441 R: / What will happen, mm, oh, yes. 
 
442 P: But she seems very positive towards Katrina. 
 
443 R: Positive. 
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444 P: But really there wouldn't be any choice. Um, if I 
 was married and my wife did not like me spending the time 
 with my sister, then there'd be all sorts of problems. 
 
445 R: My wife, no, yes. Spending time with your sister, 
 mm. 
 
446 P: Because spending time with my sister is more a, it 
 helps her live! So it would have to be a higher priority 
 than, um, possibly spending time with my wife, I don't 
 know. 
 
447 R: A high priority. Do you think you could still marry 
 a girlfriend if she didn't accept the time you have to 
 spend with Katrina? 
 
448 P: No.  
 
449 R: No. So, it would affect your decisions? 
 
450 P: Yes. 
 
451 R: Mm, yes. Ah, (pause) um, and I'm thinking of any 
 future children, so you would hope they will accept 
 Katrina? 
 
452 P: Well, they would be brought up like I was brought 
 up, to accept Katrina, and I don't think that would be a 
 problem. I think they, they'd love Katrina. 
 
453 R: Accept Katrina, mm.  
 
454 P: I think she'd spoil them. (laughs) 
 
455 R: (laughs) Yes, I bet she would. So, how do you feel 
 about your present responsibilities? 
 
456 P: Well, I don't really have very many because Mum 
 fulfills most of those roles.  
 
457 R: No, yes, yes, yes. So, you're happy? 
 
458 P: Yeah.  
 
459 R: Yes. How do you feel about your potential future 
 responsibilities? 
 
460 P: Well, I'm happy with them. Um, / 
 
461 R: / Happy with them. 
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462 P: It's just, it's just something that will happen. 
 It's not something that you can really think about now, 
 or not like now, or like now. It's life. That's what 
 happens. Um, if something happens to Mum and Dad, then 
 it's just something that I'll have to take up. It's not 
 something that I've really got a choice for. Well, I 
 don't really feel I've got a choice, well, I, I would 
 never, it would never be a decision, it would always be, 
 it would always be that I'd take those responsibilities, 
 because I could never let anyone else take those 
 responsibilities, because I could never let anyone else 
 except for me in the absence of Mum and Dad to take those 
 responsibilities. I don't think I'd ever trust anyone 
 else. 
 
463 R: Yes. Wouldn't trust anyone else, no, no, I see. So, 
 are there any other kinds of support, kinds of support or 
 help that Katrina and you, the family, you could use now 
 or in the future, for Katrina? 
 
464 P: Only cheaper transport really, because, unless 
 Katrina can learn to use / 
 
465 R: / Yeah, cheaper transport, mm / 
 
466 P: / Yeah, unless Katrina can learn to use more normal 
 public transport where the price is reasonable. 
 
467 R: Yeah, public transport, mm / 
 
468 P: / Um, a cheaper way of transporting, something that 
 she's, that she's prepared to use. 
 
469 R: A cheaper way of travelling, mm. 
 
470 P: But other than that, no. 
 
471 R: Yeah. Does it take up most of her pension just to 
 travel / by taxi? 
 
472 P: / Yeah. 
 
473 R: Yeah, mm. It, I wonder how else to help her budget? 
 (laughs) Yes, um, is that the only one that would improve 
 quality of life for everybody? 
 
474 P: Yep, because Katrina has a good quality of life. 
 She's happy. She's probably happier than a lot of other 
 people that are, er, normal people. (laughs) 
 
475 R: Happy, yes, yes, oh, yes, oh, yes, and she has 
 plenty of recreational activities, plenty of friends?   
 
476 P: Yeah, um, most of her recreational activities are by 
 herself, but, but she loves listening to music and things 
 like that.  
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477 R:  Oh, yes, she's a loner, is she? Is she a loner? 
 
478 P: Um / 
 
479 R: / Is she / 
 
480 P: Yes and no.  
 
481 R: / Yes and no. / 
 
482 P: / I think she's a loner only because of the way that 
 Mum and Dad, Dad brought her up but, if she had been a 
 normal sighted person, her personality is that of which 
 she would not, she would never be alone. She's a, she's a 
 very outgoing personality. 
 
483 R: Yeah, blind, yes, yes, more she could do, is that 
 because there'd be more she could do so she'd be out 
 more? 
 
484 P: She would be if she was normal, I think, but it's 
 just the way that Mum and Dad have brought her up.  
 
485 R: Yes, yeah.  
 
486 P: So, now it's just, in the last couple of years, Mum 
 and Dad have maybe seen that, and that's the, ah, er, 
 it's the time, er, we're taking time now trying to build 
 her confidence, so that she can be her normal self rather 
 than someone that Mum and Dad wanted her to be. 
 
487 R: Confidence, yes, oh, yes. (pause) Oh, yes. Well, 
 thank you very much. I think you have answered my 
 questions. 
 
488 P: (laughs) 
 
489 R: You have been very helpful. 
 
490 P: It's a pleasure. 
 
491 R: (laughs) Yes. Well, thank you very much. (laughs)  
 
492 P: I hope it goes well. 
 
493 R: Is there anything else? 
 
494 P: No. 
 
495 R: I think that's all I had to ask. 
 
496 P: I hope it really goes well for you, with your study. 
 
497 R: Yes / 
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498 P: / And if I can help in any other way / just give me 
 a ring. If I can be of help in any way. 
 
499 R: / Oh, excellent, excellent. I'll be sending you a 
 copy of the findings when I've finished. 
 
500 P: Good. That'll be really good. 
 
501 R: I have until November to get it in to the uni for 
 marking. 
 
502 P: Mm. I'd love to see your results.  
 
503 R: Oh, good, it is a qualitative study. 
 
504 P: Mm, mm.  
 
505 R: So, yes, I will send you a copy of the findings. I 
 only hope you don't change your address before then 
 (laughs) before I get them to you. 
 
506 P: (laughs) It has been good to talk about it all. 
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Interview 6 
24th April 1996 
1 R: Before I start the interview, what caused Val's 
disabilities? 
2 P: Rubella. 
3 R: Rubella, yes. (pause) How independent is Val in 
day to day living? I have a list here of activities for 
you to go through and tick the ones she can do. 
4 P: OK, well, she can feed herself, she goes to the 
toilet herself, she baths herself, she dresses herself, 
well, she could make the bed but I don't know how well 
she'd like to do it, house cleaning she could probably 
do, laundry she could probably do with some assistance, 
cooking with assistance, um. Shopping. Shopping and 
handling money would be about the same, wouldn't they? 
So, I'll just cross it or leave it blank? I'll leave it 
blank. Mobility - she's pretty mobile. Health care and 
maintenance - she's in a routine for that so she's fine. 
OK, communication - that's limited with assistance. 
5 R: (pause) In these areas of daily living where Val 
needs assistance, how is that responsibility shared among 
family, services, or friends? 
6 P: Mum does everything. Mum does all her banking, 
takes her to work and does her shopping for her, tries to 
understand what she wants, when she does wants something, 
which most people wouldn't be able to understand. (pause) 
Sometimes we can't even understand what she wants. We 
just have to take her to the shops and let her walk 
through and find what she wants. (pause) Too much 
watching television! 
7 R: (laughs) Do you spend any time on assisting Val 
with any of daily living tasks? 
8 P: No. Val would get annoyed. She's too independent. 
9 R: In the future, what will happen as your parents 
become older and cannot cope with looking after Val's 
needs? 
10 P: Well, hopefully, we'll be able to find a respite or 
something for her to go into, and then I'll have a type 
of custody where I'll be able to look after her finances, 
to make sure she gets the things that she wants to reduce 
frustration, and hopefully take her out on weekends and 
holidays. 
11 R: Oh yes, conservatorship. 
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12 P: Just depends on the red tape with the government and 
 the finances. 
 
13 R: Oh, yes. Do you have any concerns about these? 
 
14 P: The government taking control of Val's finances, 
 which would limit her life to a vegetable really. Um, and 
 the fact that she's going to be in a hostel for most of 
 her life with nobody, which would be really distressing 
 for her. But I know I couldn't take her into my home. 
 Sort of a "Catch 22". 
 
15 R: Distressing for her. (pause) I have some questions 
 about finances, and you have already answered lots of 
 these in the previous topic, um, so Val doesn't have 
 any concept about the money? 
 
16 P: No. 
 
17 R: So no concept? 
 
18 P: She understands that you need money to buy things 
 but she doesn't understand how much. 
 
19 R: Does her pension adequately cover all her needs? 
 
20 P: Yeah, but just not her wants! 
 
21 R: Does the family ever help out with her wants? 
 
22 P: Mum and Dad always. The pool was for Val, the boat 
 was a lot for Val, she has more Legos than Toyworld. 
 
23 R: A boat? 
 
24 P: Val loves fishing. 
 
25 R: Oh, yes. (laughs) Do you have any part at all in 
 giving her gifts or money to buy gifts for things she 
 wants? 
 
26 P: Only birthdays and Christmases. Usually that's in 
 Mum's hands, because Mum knows what she wants. Val in 
 her own way lets Mum know exactly what she wants. 
 
27 R: And you said, oh yes, at the moment Val's parents 
 take all the responsibility, the major part of the 
 responsibility for handling her finances? 
 
28 P: That's right, yes.  
 
29 R: Yes but, in the future, you have already said that 
 you were expecting to take control and help Val with 
 her finances? 
 
30 P: Yeah. 
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31 R: Yes. Would any of the other members of the family 
 help with that too, or just you? 
 
32 P: I don't think so. If I ever needed anything, they 
 would always be there to call upon but I don't think 
 they'd have a direct hand. They're like my back up, if I 
 need help with Val.  
 
33 R: Are you closer? You and Val? 
 
34 P: Well, I'm basically the only one that's got a little 
 bit of sign language knowledge. 
 
35 R: I see. Did the others ever learn, want to learn it? 
 
36 P: Um, little bits as we were growing up but Val can 
 only tell you what she wants and what that is, so there 
 was sort of no basis for communication unless you were, 
 um, interested or you had to, like Mum and Dad to tell 
 her what to do and when to do it and things like that. 
 
37 R: Do you have a sister or a brother? 
 
38 P: Two brothers. 
 
39 R: Two brothers. I see. Do they live in Brisbane? 
 
40 P: One's at the Gold Coast and one's just down the 
 road. 
 
41 R: I see. (pause) I'm looking at the next questions, 
 yes, but you have answered them because in the future you 
 are expecting to take over from your parents with 
 finances. Do you have any worries apart from the 
 government taking complete control over Val? 
 
42 P: No, other than that, providing we can find a hostel 
 to take her, so that I can take her on weekends and 
 holidays and outings and make sure that she has the 
 things she likes to have to make her life comfortable. 
 
43 R: How much assistance does Val need to make or 
 maintain social contact and community involvement? 
 
44 P: A lot. I don't see Val being able to. I couldn't 
 have a normal conversation with her. All I know of Val is 
 that you can tell her what that is, she can tell you what 
 that is, what she wants; but you couldn't say `Look, it's 
 hot outside' or sort of keep going with a normal 
 conversation with Val. You could try but I think it, it 
 sort of stops somewhere. (pause) She's very isolated in 
 her own little world. We try to break into it now. She's 
 finally starting to - in the last few years she's just 
 increased her knowledge dramatically. (pause) Probably 
 the last ten years, probably, she's just really come 
 along a lot more. 
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45 R: What activities does she participate in? 
 
46 P: I can't think of any. What sort of activities would 
 you mean? 
 
 
47 R: Ah, things she does herself. Well, does she, like 
 does she have any recreational activities outside?  
 
48 P: No, the only things she has is the swimming pool 
 here and her work. She doesn't have anything else unless 
 we get someone from respite to come and take her out to 
 go somewhere. (pause) Apart from when Mum and Dad take 
 her out. / 
 
49 R: / Oh, where does she go? 
 
50 P: Bowling, circus, movies I think she's been to, 
 Dreamworld, You can pretty much arrange with them where 
 to go. Mum just gives them the money to pay for it. 
 (pause) And Val really enjoys going. It gives her a big 
 sense of independence. It makes her feel that she's got 
 her own friends. Providing she doesn't think that she's 
 going so that Mum and Dad can do something here without 
 her. 
 
51 R: Oh, yes. Does the family ever take her to those 
 extra things? 
 
52 P: Um, used to a lot but, in the last few years, we've 
 slowed down a little bit, because we've been busy. 
 
53 R: Have you ever done it? Have you ever taken her out? 
 
54 P: Yeah, a couple of times but not very often. She's/ 
 
55 R: / Out for a meal? 
 
56 P: A meal? I've taken her to Dreamworld and Seaworld 
 and things like that, but not very often though because 
 she's very dependent on Mum. She seems more insecure with 
 me, like she knows she's my older sister or something. 
 There's not the respect there. I think she can remember 
 how much I used to annoy her as a baby. 
 
57 R: (laughs) You're younger. You're younger than Val? 
 
58 P: Yes, yes. Val's the oldest. 
 
59 R: Yes, I remember from the questionnaire. (laughs) It 
 helped. (pause) In the family, you don't provide a lot of 
 social support? 
 
60 P: No. 
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61 R: Val needs someone full time when she goes out. She 
 needs transport, doesn't she? 
 
62 P: She needs transport, she needs / 
 
63 R: / She needs someone with her all the time? 
 
64 P: Yes, yes. Someone to watch her. 
 
 
65 R: Watch her. Yes. 
 
66 P: Especially with her - her social skills aren't very 
 good.  
 
67 R: Yes, her social skills aren't very good. Her social 
 skills, yes. And communication. You need communication, 
 do you? 
 
68 P: Definitely. 
 
69 R: Definitely, yes. (pause) Has she ever got into 
 trouble? 
 
70 P: Um, what sort of trouble? 
 
71 R: With social skills? 
 
72 P: At work.  
 
73 R: At work? 
 
74 P: Yeah. She hasn't really been anywhere else to get 
 into trouble. (pause) But work has complained in the past 
 about it. 
 
75 R: No, no. (pause) How often do you see Val? 
 
76 P: Um, since I've had the children, it's been as little 
 as possible. (pause) I mean, it sounds terrible! (laughs) 
 
77 R: Oh. 
 
78 P: That's, you know, for my benefit, but also for 
 Val's too because Mum and Dad adore my children, and 
 Val feels, I guess she's jealous. That's her Dad and 
 her Mum, and she likes her little home now with Mum and 
 Dad on her own. She's got their full attention. 
 
79 R: Oh, oh. Yes, yes. (pause) Would you say maybe you'd 
 visit her about once a month. 
 
80 P: Val? No. / 
 
81 R: / Or less or more? 
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82 P: It'd be less now. / 
 
83 R: / Oh, less than once a month. Yes. 
 
84 P: Because Val's social problem is touching people 
 and my children aren't old enough to understand that she 
 has a mental disability, a disability with that. And I 
 want to wait until they're old enough to understand that 
 before they really have to deal with that, because Luke's 
 already got to the stage - he's what, three - he's 
 already got to the stage where he's saying `No, don't. Go 
 away." and he just doesn't understand. 
 
85 R: Ah, in the future, you are expecting to have more to 
 do with Val, you said, as you were hoping that, in the 
 future, you would try to take her out. 
 
86 P: Mm. 
 
87 R: For weekends. 
 
88 P: Yeah. 
 
89 R: When your parents are unable to do that. 
 
90 P: That's right. 
 
91 R: Yes.  
 
92 P: My children will be old enough to understand and 
 accept the disability then. (pause) If Mum and Dad go too 
 soon, I'm going to fall into trouble. Hmm. 
 
93 R: Do you, do you ever try to visit your parents when 
 Val is at work? 
 
94 P: That's when I visit, yes. (pause) Less stressful all 
 round. Yes. 
 
95 R: Yes, less stress, less stressful, yes. All round, 
 yeah. 
 
96 P: Mm. 
 
97 R: Now, I have something about vacations and 
 recreation, but we've done recreation. I might talk about 
 vacations. What happens when your parents go on vacation, 
 and what does Val do? 
 
98 P: The only vacations we've ever been on is, um, when 
 we used to visit grandparents, then we grew out of that 
 as we got older and they used to go camping. Now it's 
 basically just down to day trips because of their 
 commitments here with the house and all the animals. So 
 they just do a lot of day trips when Val's on 
 holidays - fishing trips, and day trips to places where 
 they think Val would be interested. 
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99 R: Do they ever take Val on their vacations? 
 
100 P: Um, used to but not any more. More just day trips. 
 
101 R: No, not any more.  
 
102 P: We used to go camping as a family over at Straddie. 
 (pause) But they've got too many commitments here to do 
 that now. 
 
103 R: Ah, yes, so, so they, so there's no worry about 
 where Val will stay for vacations, because parents 
 wouldn't be able to take them anyway. Yes. (pause) In the 
 future, what kind of social contact and support do you 
 expect to provide? 
 
104 P: Um. 
 
105 R: Or what she will need? 
 
106 P: What she will need will basically be her wants - 
 just her collections of things which is the videos, the 
 toys, um, taking her out to the shops on odd occasions to 
 get the things which she sees on TV that she wants 
 (pause) and that'll probably be the extent of what I can 
 do, with my own family. 
 
107 R: Does that - you have concerns about trying to be 
 able to fit it in? With your family commitments? 
 
108 P: No, I don't. 
 
109 R: No. Do you have any concerns about transition - 
 Val getting used to you? 
 
110 P: Yes, yes, there would be a lot because Val's  totally 
dependent on Mum for communication. I mean, I can  understand 
and know how to communicate but whether,  whether she wants 
to is another thing. 
 
111 R: What kind of emotional support does Val need? 
 
112 P: To fit in, to be accepted. (pause) You have to sort 
 of explain to people the social, her social disability of 
 touching people and holding hands. / 
 
113 R: / I mean, if she feels sad, angry. Does anyone, does 
 she need someone to comfort her or try to calm her down 
 in any way? You know, when she's upset, frustrated. 
 
 
 
 
 
 
 
 
                                                          233 
 
114 P: Um, the only time I really see Val upset and  
 frustrated is usually through lack of communication, and 
 that's when Mum comes in and sits down with her and goes 
 through different methods of trying to communicate what 
 she wants, what's wrong. When she gets angry, well then, 
 it's just she needs to release her anger and that's 
 usually outside. When she's upset, um, I guess she goes 
 to Mum for that too. 
 
115 R: I see. Does anyone else help her? 
 
116 P: No. / 
 
117 R: / And you don't? You have never done it? No. 
 
118 P: I have tried on the odd occasions, but it's - she, 
 she prefers Mum to anyone, and - anyone else, she feels 
 she can't rely on them? I don't know. 
 
119 R: In the future, who would fulfill Val's emotional 
 needs? 
 
120 P: Well, hopefully, there'd be a carer there who would 
 be able to talk to her and help Val bond with, because  I 
 wouldn't be able to be there twenty-four hours a day. 
 
121 R: Oh yes, a carer. Does this concern you, about 
 finding a particular person Val could bond with? 
 
122 P: Yeah, they'd have to be a special person, they'd 
 have to be very special. 
 
123 R: Do you think in those places there would be a lot of 
 staff turnover? 
 
124 P: I haven't had enough to do with them to know but I'd 
 imagine it would be a very hard job, and it wouldn't be 
 easy to stay there for a long time. Depends on how the 
 person bonds with the handicapped people. 
 
125 R: Yes. So, you would say this is a major concern for 
 you?  
 
126 P: Yeah. / 
 
127 R: / An area - emotional. Emotional aspects, yes. Do 
 you think that workers usually bond with their clients? 
 
128 P: Pardon? 
 
129 R: Do you think that workers in the government-run 
 homes usually bond with the people they work for? (pause) 
 The staff - do you think they would try to build bonds 
 with the clients or consumers? 
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130 P: I'm not quite sure what you're asking, sorry. 
 
131 R: OK. You were saying that, in the future, you think 
 Val will need help to bond with a carer? 
 
132 P: Yes. 
 
133 R: Yes, and you also thought that probably you would be 
 trying for a hostel. 
 
134 P: Yeah, trying for a hostel. 
 
135 R: You would be trying for a hostel, so I was just 
 wondering do you think the staff in hostels usually bond 
 with the people they work for, like Val, you know, the 
 people who live in the hostel? 
 
136 P: Well, I think one person couldn't bond with 
 everybody. It would have to be screened so very very 
 carefully. And there would have to be more than one carer 
 there. There would have to be different types of people 
 staying there, so that everybody's emotional needs were 
 covered and not just, you know, one section of people. 
 
137 R: Yes, yes. 
 
138 P: Because one person couldn't possibly bond with all 
 the different types of emotional, ah, emotions that would 
 be in that hostel.  
 
139 R: Yes. To bond with a carer - that is the ideal. It's 
 the ideal, but you're concerned about how it would come 
 about? 
 
140 P: Yeah. 
 
141 R: I see. OK. Um, we have already touched on this next 
 topic and it is partly already answered, but it was about 
 what kind of living arrangements does your sibling have 
 at the moment? 
 
142 P: What kind of living arrangements does she have at 
 the moment? She just lives with Mum and Dad. 
 
143 R: Yes. And your parents take all responsibility for 
 her accommodation? 
 
144 P: Yeah. 
 
145 R: Does anyone, does she have a respite care hostel? 
 
146 P: No. She used to, but that's been taken away, I 
 guess, because it's more like an old people's home than a 
 respite now, and Val's disability was a concern to the 
 older people there and things like that. She's too 
 inquisitive, touching. 
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147 R: Mm, yes. A pity. (pause)  
 
148 P: It was horrible what Val went through there. 
 
149 R: Oh, yes. A shame. 
 
150 P: Emotionally hard for Val. Very. There were a few 
 there that didn't accept her, which would have been 
 horrible for her. 
 
151 R: A pity. (pause) So, so, does that mean there's no 
 option for respite now? Not that sort of respite? No. / 
 
152 P: / No, no, not that I'm aware of. I think Mum's made 
 friends through what she's been through - a friend who 
 she can sort of, who will kind of take Val out on a 
 friendship type basis and Mum just pays for Val's way.  
 But I don't think there's anything we can fall back on at 
 the moment. They're looking into the, the newest hostels 
 where they, um, they live in by themselves, I think, but 
 that's going to take a while till they come about because 
 they're going to be, like, self-contained and limited 
 help.  
 
153 R: Ah, nothing to fall back on? 
 
154 P: Not at the moment that I'm aware of, because Val's 
 got, Val's too independent to fall into one category 
 and she's not independent enough to go out on her own. 
 She can do too much for herself really, for the respite 
 care. They can't accept the fact that Val can think for 
 herself and will think for herself.  
 
155 R: So, she can think for herself. She has initiative, 
 you mean? 
 
156 P: Yeah, oh, you can't, you can't push Val around. 
 You can't put anything over her. You can't tell her what 
 to do unless she decides that's OK. 
 
157 R: Did you say your Mum has to pay for respite when a 
 friend helps out? 
 
158 P: I think that's just a personal thing / 
 
159 R: / Does it come out of Val's pension? 
 
160 P: Um, Val's pension / 
 
161 R: Is it only a personal thing? No help from any deaf-
 blind organisation for that? 
 
162 P: No, I don't think so. I think it started off / 
 
163 R: / So, it's entirely private. 
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164 P: I think it is only private, yes. 
 
165 R: Yes. 
 
166 P: I'm not quite sure whether there is anything Mum can 
 fall back on for, like, maybe a couple of hours. 
 
167 R: So, the question of Val's accommodation and respite 
 in the future is all up in the air? 
 
168 P: Yeah. 
 
169 R: And a major concern? 
 
170 P: Yeah.  
 
171 R: I have some questions about teaching. Does Val 
 need to learn any new skills at the moment? 
 
172 P: Yes, one / 
 
173 R: / Oh, which ones? 
 
174 P: Oh, all of them. As Val's got older, she's wanted  to 
 learn more and more. I'd like to get her a computer. I'd 
 like to get her computer lessons to help her communicate. 
 She's, probably over the last five or six years, she's 
 wanted to learn people's names, so as she's got older, 
 she's, like, matured more and wanted to learn more, so 
 she's really, oh, well, I think she's ready to go back to 
 school. She just wants to learn so much now but we need 
 somebody who can relate to Val, to teach her. She's got 
 to learn at her own rate. 
 
175 R: To go back to school. To learn at her own rate. 
 
176 P: Yeah. There was somebody at Val's work that was 
 giving her lessons I think it was once a day or a couple 
 of times a week. And that was to help her communicate, 
 you know, just with day to day things. 
 
177 R: A computer helps with communication. 
 
178 P: Yeah, you know, tangible things interest Val more 
 than anything else.  
 
179 R: (laughs) What other skills do you think Val needs  to 
 learn? 
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180 P: Um, she needs to learn monetary skills, how to 
 handle money, which again will just come in time from 
 teaching. Ah, social skills. She'll need a lot of work 
 for that one to get better. I feel it's got to get worse 
 before it gets better. We'll need a lot of support to go 
 through that one, so it's like a thirty year old problem. 
 (pause) I think Val really needs help with it. 
 Communication is the big one for Val. Sometimes she's   so 
 frustrated, gets on the telephone, pretends to phone up 
 for things. (pause) She knows she's different. That's why 
 she needs so much help. She can see it. 
 
181 R: She knows she's different. Who is teaching Val 
 some of these skills at the moment? 
 
182 P: I'm not sure that / 
 
183 R: / The person at work? 
 
184 P: Yes, yes. I believe so. I'm not sure it's still 
 going on, but I know it was. 
 
185 R: Do your parents reinforce the skills Val learns at 
 work? 
 
186 P: Mum / 
 
187 R: / If she gets, when she does have these lessons? 
 
188 P: Yeah, Mum tries to go through it with her, like a 
 homework type of thing, but, yeah. (pause) And also just 
 communication, like, the lady at work used to ring up Mum 
 and tell her little things, and Mum used to ring the lady 
 at work or send notes, to help Val communicate, so that 
 when Val was trying to say something to this lady at 
 work, the lady at work had a note to understand what 
 Val may have been trying to say or to talk Val into 
 communicating that particular thing. 
 
189 R: Do you take any part in teaching Val or  reinforcing 
any of these skills? 
 
190 P: No. 
 
191 R: No, no part? 
 
192 P: No. I used to try and teach Val names of things 
 before, before it was accepted that Val wanted to  learn. 
Names of people, dogs. / 
 
193 R: / Oh, did you? In the future, do you see yourself as 
 taking any part in helping Val acquire new skills? 
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194 P: Not the way my life's going at the moment. (pause) 
 Because I've recently been separated and my boys will be 
 going to their father every fortnight, so I'll have that 
 weekend free to be with Val. 
 
195 R: Do you see yourself as having to locate services or 
 finding a person to teach Val skills in the future? 
 
196 P: Um / 
 
197 R: / Tracking down someone? 
 
198 P: Only, only if Mum wasn't here.  
 
199 R: Yes, I mean if your mother wasn't here. 
 
200 P: Yeah, oh then, I would, and I wouldn't like to be 
 the person I was screening. (laughs) 
 
201 R: The person you were screening. Well, it's a concern. 
 It concerns you. In the future / 
 
202 P: / Yeah, I think it would be very hard / 
 
203 R: / In the future, to help with learning / 
 
204 P: / It would be very hard, very hard to find the right 
 person for Val. 
 
205 R: Very hard, yes. 
 
206 P: Plus I'd be so fussy. 
 
207 R: Yes, for her, yes. (pause) How often does Val 
 attend meetings? 
 
208 P: What sort of meetings? 
 
209 R: Meetings. (pause) Well, any sort, but I have the 
 idea of advocacy in mind - meetings where they might try 
 to improve quality of life. 
 
210 P: There was / 
 
211 R: / Advocate for better, for services, to start 
 services. 
 
212 P: I think they were once a month, I think, for the 
 deaf-blind. Mum was going and Val used to go as well. I 
 think, I'm not quite sure. 
 
213 R: Was that the only time? Has she ever been to any 
 other meetings to try and get services?  
 
214 P: Val? / 
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215 R: / Government departments? Val, yes. Only your 
 mother? 
 
216 P: No. Mum has. / 
 
217 R: Your mother. 
 
218 P: Mum has tried everything, (pause) and been back 
 again! 
 
219 R: Everywhere. 
 
220 P: Yeah, Val was the first deaf-blind student in 
 Australia, I think. She was the first one at Narbethong. 
 
221 R: Oh, a pioneer, a pioneer. 
 
222 P: That's why Mum and Dad can't give up because they, 
 they were the first. Val was seven before she went to 
 school. 
 
223 R: Oh, seven. She went to school. (pause) Have any of 
 the family members gone to any meetings with Val? 
 
224 P: No. 
 
225 R: Oh, they haven't. (pause) Do you expect you will 
 have to attend any meetings with Val in the future, if 
 parents are not available? 
 
226 P: Yes, I would expect to have to go to those. 
 
227 R: Does it concern you? 
 
228 P: Scary! (laughs) I haven't been to any yet. 
 
229 R: Yes, scary.  
 
230 P: I don't like public speaking. 
 
231 R: (laughs) I had in mind, yes, the type where you have 
 an interview with a person and have a private discussion. 
 
232 P: That's not too bad / 
 
233 R: / About your particular affairs. 
 
234 P: It's more one on one. 
 
235 R: One to one, I see. What are the responsibilities 
 that you have in relation to Val? Please describe them. 
 
236 P: What sort of relations? 
 
237 R: Mm, do you think I've missed any? Anything at all 
 that I might have missed? 
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238 P: No, the main one / 
 
239 R: / Can you think of any responsibilities? 
 
240 P: Any responsibilities I may have? (pause) It's hard 
 to answer. I can't really. 
 
241 R: Yes. Can't think of any at the moment. OK.  
 
242 P: Not that we haven't talked about. 
 
243 R: OK, yes. 
 
244 P: Are there any particular ones you have in mind? 
 
245 R: Did we cover everything on responsibilities that you 
 would like to have said? 
 
246 P: (pause) I think so. 
 
247 R: You think so. OK. What other concerns would you like 
 to raise? Please describe them. 
 
248 P: The biggest worry is just social skills for people 
 with Val's disability. Social skills and 
 communications. Helping her to understand and communicate 
 with people would improve her life so much! 
 
249 R: Oh, yes. So, and there's no post-school centre for 
 deaf-blind people. 
 
250 P: No, they've just recently / 
 
251 R: / To continue their education. 
 
252 P: They've only just recently formed a charitable 
 institution. That was only done last year (pause) where 
 they can raise money for funds. There was nothing until 
 last year that I was aware of. 
 
253 R: Where is that? 
 
254 P: The deaf-blind institution? I'm not sure. I'd have 
 to ask Mum the name and details of it. 
 
255 R: Oh, yes. So, that's the biggest concern, her 
 learning, continued learning and development, social 
 development? 
 
256 P: Mm, yeah, yeah. That's the only area she really 
 needs help with. (pause) While she's got Mum and Dad, of 
 course. 
 
257 R: Mm. 
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258 P: But Mum and Dad need help. (pause) They need a 
 holiday sometimes. It's like having a permanent three-
 year-old. 
 
259 R: I see, yes. How do these responsibilities - all the 
 things we have talked about, the social, etc. 
 practical, - fit in with your own commitments? Ah, you 
 have touched on it - your social activities, family 
 commitments, and work. You have touched on it.  
 
260 P: Mm, I can't see there being any problem unless I 
 have something dramatic change my life.  
 
261 R: Yes. 
 
262 P: If things were the same for me now as there're to be 
 when Val needs me, there'd be no problem at all. 
 
263 R: Yes. 
 
264 P: Except that I wouldn't have the money Mum and Dad 
 have spare to get Val what she wants. 
 
265 R: Are you talking about the present? 
 
266 P: The present and future depending on what might 
 happen in my own life. 
 
267 R: Yes. And you did mention that you have to restrict 
 your visits usually when Val's at work. 
 
268 P: Yes while / 
 
269 R: / To keep the stress level down. 
 
270 P: While I have the children, yes. But once my little 
 baby's old enough, then I'll be able to come up on my 
 own. But I don't know how I'll go. 
 
271 R: Yes. And do you see yourself as getting a job when 
 the children are older? 
 
272 P: Yeah, a nine to five job while they're at school.  
 Or a nine to three job. 
 
273 R: When they're at school. Oh, yes, yes. 
 
274 P: So, I'd still have my weekends free. 
 
275 R: Yes, yes, in the future. Yes, weekends free. Oh, 
 yes. So, you would, you feel that in the future you would 
 be able to incorporate helping Val into your own life 
 with, you know, with all your other commitments? 
 
276 P: Yeah, I'd make it fit. 
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277 R: The weekends, coming on weekends, helping out and 
 making sure everything was OK? 
 
278 P: I'd just make it fit. 
 
279 R: Yeah, make it fit. (pause) How do you feel about 
 your present responsibilities? 
 
280 P: The present? I don't feel any responsibility to 
 Val at the present. 
 
281 R: No, don't feel any at present. Alright. How do you 
 feel about future, potential future responsibilities? 
 
282 P: I'll need a lot of help. (laughs) 
 
283 R: A lot of support. 
 
284 P: Mm. 
 
285 R: Yes. And what kinds of support or help do you feel 
 you could use in the future, now or in the future? 
 
286 P: Um, help to understand Val emotionally and 
 psychologically. Getting that down pat, there probably 
 wouldn't be much more help you'd really need. 
 
287 R: Yes, yes. Emotionally, yes.  
 
288 P: That would be all, I think, because my life would 
 just be worked around what I had to do. 
 
289 R: I see, yes. Would you say there needs to be 
 improvements in other services for, ah, accommodation, 
 respite, recreation, work experience, things like that? 
 
290 P: Well, as far as I can see there is none / 
 
291 R: / For the future? 
 
292 P: As far as I can see, there is none now so there is a 
 lot of work to do.   
 
293 R: A lot of work to do, yeah, a lot of work to do. 
 Well, if they existed, do you think it would really help
 ,  do you think it would help quality of life for Val 
and  you? 
 
294 P: Oh, yeah, well, Val wouldn't be so, so much left  in 
the dark. You need a lot of training and a lot of  expertise to 
help reach Val.  
 
295 R: Training and expertise to help her. 
 
296 P: Mm. 
 
                                                          243 
 
297 R: Does Val have a job at the moment? 
 
298 P: Yes, she goes to the deaf-blind institution in 
 Annerley. 
 
299 R: Will that continue in the future for Val? 
 
300 P: Depends, depends who runs it and who works there for 
 how long? Val's got a couple of people who support her  at 
 the moment. If they were to leave, well, she could 
 probably be pushed out. 
 
301 R: Mm. Oh. Does she need advocates there to keep her 
 place at work? 
 
302 P: Yes / 
 
303 R: / If any changes? / 
 
304 P: / She did have an advocate there but I think her 
 time's up and they couldn't renew it or something. I'm 
 not quite sure whether the lady's still there. I haven't 
 heard much talk about her so I don't think she is. 
 
305 R: So advocacy is very important. She'll need an 
 advocate in the future to keep up her rights and help? 
 
306 P: Yeah, well, the institution is for the deaf or the 
 blind, not the deaf-blind. There is nothing for the deaf-
 blind, so we're lucky she's in there and we've just got 
 to try and / 
 
307 R: / Nothing for the deaf-blind. I see.  
 
308 P: So, we've sort of gotta tread carefully to make sure 
 she stays there. 
 
309 R: Oh. 
 
310 P: The government's already tried to close it down, but 
 apparently we've won that war. 
 
311 R: Oh. Well, I think that is all I have to ask on my 
 list, unless you can think of any other things? 
 
312 P: No. 
 
313 R: I think we have covered everything. 
 
314 P: Yeah. I can't see anything we haven't covered. 
 
315 R: You have been very helpful. 
 
316 P: Thanks.  
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317 R: Thank you very much for all the information you've 
given me. It will be treated in strict confidence and, 
when I have finished the study, I will send you a summary 
of the findings. 
318 P: Yeah, well, send it to Mum. Mum. 
319 R: Alright. 
320 P: Because I move around too much. (laughs) 
321 R: Oh. I have found it very interesting. 
322 P: Thanks. 
323 R: Yes, well, I have just one more little question. 
It's did you ever have any concerns about having 
children in case they were disabled? 
324 P: No, because Val was a Rubella baby. If there was 
German measles around, I panicked. Other than that, no. 
325 R: Oh, yes, oh, yes. It was chance that caused it. 
326 P: Yeah, Mum didn't know that she had German measles 
until after Val was born. She thought she only had a 
cold, some flu or virus. And then they diagnosed it 
after Val was born. 
327 R: After she was born. Oh. 
328 P: So, Mum had a flu, like, when she was three or four 
months pregnant. And it was actually German measles. 
329 R: So, it's of no concern because it, it was chance. 
330 P: Yes. 
331 R: Not genetic? 
332 P: No. 
333 R: Oh, thank you very much. Yes, thank you. 
334 P: You know, it's sort of stressful going through all 
this again - it makes you realise you haven't done much. 
It's been hard. We were self-centred. We all were. I, um, 
know my brothers wouldn't keep a disabled child at home, 
after living with Val. I don't think I could. Not  enough 
help for the families!  
335 R: No, no. 
336 P: It makes me feel a bit better, like, knowing there 
are others out there the same, and it's good to know 
someone is trying to make things better. 
